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Weloom and OHrnitation 



Don A, OUon, Ph*D. 
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K«h «b 1 1 1 1 «t t on I n 1 1 i t u 1 1 of Ch i c«90 
Ch}c«90, niinoU 



I want to w« Iconic you all to thlt confaranca today, and also to OMr 
new building. Wa ara planning many mora educational and rasaarch programs 
which will ba of Interaft to a wlda variety of paopla, both throughout tha 
region and also on a national level. 

Hr, Petry and I, in conjunction with the Social and rehabilitation 
Services of Regions V and VII, have finally managed to put this meeting 
together. It has been very difficult; It seems that the existing Interest 
in epilepsy does not produce much constructive action. 

The idea of the conference was to get a small number of people 
together and develop a monograph from the presentations and discussions 
that will take place over the two-day period. This will be disseminated 
in the two regions, and also In Washington, in answer to a request for 
information on the results of the conference. 

Apparently there is some interest on several levels but there is no 
direction as to what should be done and what should be funded, therefore 
what we need from this group Is some guidelines as to the fundable needs 
and suggestions In terms of goals and program development. We are doing 
this because nobody in the Federal Government nor In some of our regional 
organizations is doing it as far as we know. The people we have brought 
together are experts in their field but are very willing to listen so we 
hope you will feel free to provide as much input as possible. 

Now I will turn the proceedings over to Dr. Rovner who is Chairman 
of this morning's session. Or, Rovner is Chief of Staff and Consultant 
in Neurology at the Rehabilitation Institute and Is also Director of the 
Epilepsy Clinic at Northwestern University. 



It Is a pleasure to start off the program In epilepsy for the 
Rehab i lii tat ton institute. We are trying hard to integrate our university 
epilepsy program with rehabilitation and the Institute's move to this new 
building nearer the Medical Center will be a big step forward. 

First on the program Is Dr. louls Boshes, who Is Clinical Professor 
of Neurology and Director of the Consultation Clinic for Epilepsy at the 
Abraham Lincoln Schoo! of Medicine, University of Illinois, a larger clinic 
than we have at Northwestern. He Is a former Northwesterner and Senior 
Attending Neurologist and Psychiatrist and Chairman of Neurology Clinics of 
Michael Reese Hospital and Medical Center. 



Opening Remarke 



Richard Rovner, M.D. 
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louU Bosh«s, M.O. 
C Unicoi Prof«$ior of H«ufolo9y and Director 
Coniiilutlon CUnIc for EpIUpsy 
Abr«h«ro Lincoln School of Mtdlclnt, University of Illinois 
Senior Attending NeurolofUt end PsychUtrlst 
end Chief of the Neurology Clinic* et 
MIcheel fteese Hospltel end MedUel Center 



I em not truly en epo$tete from Northwestern for my spirit 1$ still 
here el though bodily I em official ly et the University of Illinois. I 
leemed ebout epilepsy the moment 1 welked Into Nor th'^^es tern. I heve 
never forgotten It beceuse Northwestern reelly hes e heritage of epilepsy, 
end you "live'*, *'breethe", "sleep'* end "eet" epilepsy while here. I doubt 
If there Is e greduete from Northwestern Medlcel School who does not know 
whet the Impllcetlon of epilepsy Is, whet It means, Including Us Impect 
on others. There are people in the student body who heve seizures, end 
certainly many In the Faculty. 1 take cere of them end consider my 
menegement only that of any other symptom In e humen; I have treated 
anlmels too. 

Not too long ago at a dinner party I sat next to a well-known priest, 
end before long he and 1 were quoting the Bible on epilepsy, not only 
the Old Testement but the New Testament. When 1 came home I went to the 
Bible to see how correct we were and found we were both rether accurate. 
Better then thet, I would refer you to a book by Tlmken of Johns Hopkins, 
which Is truly the "Bible" of "Bibles" on epilepsy. It Is celled "The 
Falling Sickness," and it is extremely well reseerched and beautifully 
annotated. 

If any of you in the audience intend to remain in Chicago for a few 
deys, I recommend you go to the northwest side and stand In line In front 
of the Catewey Theater where they are showing "The Exorcist." After 
about two hours' wait you will go In and get your education the hard way 
In terms of what is going on. Author William 6. Blakeley has really 
brought epilepsy to the fore in certain senses of the word. To date, six 
seperate people heve come to me to tell me that their Spiritual Fathers 
have seld to them, "Yes, t know now what causes your epilepsy. You're 
absolutely possessed. Demoniacal possession by something Is the reason 
you have your seizures. I'll take cere of it, forget about the clinics." 
It is es bed as that. 

I would like to describe to you this morning whet has happened 
historically In terms of epilepsy. Epilepsy sterted e very long tlrtie ego 
and I'm going to lake you on e mythical grand rounds through Its history. 
There existed ignorance end fear all the wey through, fear and prejudice, 
prejudice end stigma. We ere going to explore the myth, and we ere 
going to explore the facts. We are going to telk ebout the law and 
society. Then we are going to end that myth and show you how thet 
Indivlduel who hes seizures is still looked upon not es e first-class 
citizen, but es a second-class citizen. 
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In the code of HammurabT, who was at that time King of Babylonia, there 
were many taws affecting the people and as far as these people were 
concerned, there were validities to the laws because they had testimony. 
They had testimony not only from people, but also from those around them. 
They had testimony of their so-called self-styled courts, in such a way 
that this illness w«s ascribed to many things, among them wicl^edness, 
and divine retribution. It was a phenomenon that certainly had a satanic 
influence. 

Hany of you probably read The Spokesman , which is printed by the 
Epilepsy Foundation of America and know of the $ing»r, Pat Boone's 
activities In the field of epilepsy. Recently I was at his home and he 
showed me his swimming pool where he baptizes people against epilepsy, 
it seems that after he returned from his father-in-law's funeral. Red 
Foley of the barn dance music, Pat and his wife, who is a delightful 
person, went on a religious kick, and from that came an article which 
was printed in a popular magazine. What he said was so detrimental to 
our cause in the understanding. If not the management, of seizures. 
Eventually there was a retraction and an apology written by Hr. Boone. 
But still he said, "In the name of the Lord," and he has still not let 
go, because he has told me as much. 

In the recent past, another illness has come to the fore, called 
Gilte de la Tourette Disorder, which is a syndrome named after the man 
who took care of an aged Harquessa (actually he just came in at the end 
and had his name placed on this illness). I know a patient with this 
disorder who is a small boy in the back room of one of our psychiatric 
hospitals. He has little twitches of the face, little convulsive move- 
ments, and he echoes everything that is said to him. He swears better 
than anybody i have ever heard. These patients, children, young adults, 
aduUs and older people were treated in many different ways until 
recently when a new drug called Haldol came forth, not in this country, 
but in France and England, and it has dramati ;any helped these Indivi- 
duals ue story of this syndrome also hit i;he press. All it takes is 
just one man to interview us; he is syndicated to a couple of hundred 
newspapers and the story hits every magazine. When it hit the Reader's 
Digest wi th perhaps 15-20 million readers, I was overwhelmed by letters. 

The same thing happened with "The Exorcist." I had an interview 
with one of the science reporters of a newspaper here in Chicago, and 
since this mar is not of the caliber of some of the others, I asked to 
see the proofs. I did not receive them and when I read this article on 
exorcism versus epilepsy, 1 did not recognize It — I asked, "Who wrote 
it?" But, unfortunately, my name was after it. 

Epilepsy has been called the "sacred illness". In Peru in the 
olden days, they would make a hole in the skull to "leak" out the evil 
spirits. When I visited Peru I was taken through some of the museums to 
see some of the beautifully healed openings In the skull. The so-called 
"sacred Illness" always had a certain amount of divinity associated with 
it. Even today, as a modern method for the management of seizures, 
there is still surgery of the skull being done, and opening and closing 
a skull is a very dramatic and non-realistic measure, but somehow 
seizures stop. 




I want to say categorically that we arc not dealing with a disease 
in spite of the fact that I used the words "sacred Illness". "Epilepsy" 
is a word which means to seize upon, to control, to catch, to overtake, 
and it Is taken from the Greek verb; It does not mean an Illness. 

I have a woman in one of my clinics who calls her epilepsy attacks 
"athletic" attacks, and this is not a bad description because there are 
running attacks and we see and read a lot about this In the old civili- 
zations such as Mesopotamia. We see and read about individuals who 
suddenly have their heads turned to the left and their arm goes up. 
This is what is called an adverslve seizure. Or an Individual who Is 
talking to someone suddenly turns blank, and he has had a seizure, or 
the blinking of the eyes. This Is Petit Mai. 

In one of the schools near here, I take care of a Dean who has 
petit mal seizures. He used to have five, six, seven hundred a day. 
Now he is down to three or four a day. When he Is talking to 
students and giving a lecture and he has a seizure, his line of thought 
stops. It Is his habit to turn to the first student In front of him 
and say, "What did I say?" If this one cannot answer, he goes to the 
next one, and the next one, until one says, "Well, Dean, you just said 
so-and-so." To which he replies, "Of course I did." This is his cue 
and where he picks up. He handles the seizures very well. 

Regardless of what reading we do and In what literature, we find 
that most of the time it was felt the condition emanated from the brain, 
because from there come psychic phenomena and processes both normal and 
abnormal . 

The presence of a god or demon during an attack gives the attack a 
certain amount of social significance. In Roman days when somebody had 
a seizure perhaps during the city council meeting, that was the end of 
the meeting for the day. They adjourned it immediately, because It was 
felt that this individual was unclean. What happened was that many of 
the other members within the Forum would spit upon the person who had a 
seizure because this was one of the ways of eradicating the demon that 
that person emitted. In fact, some of our grandmothers used this means 
sometimes to ward off the devil; even in 197^ It Is still used. It was 
felt that that individual had contagion, and an Individual with seizures 
was always felt to be harboring something that he should not have. 

Many a time an Individual on the way to a seizure, during his aura, 
which means to blow upon, to blow over, had sufficient time to cover his 
head. Many people who had seizures always carried something with which 
to cover their heads, possibly a cloth, and from this has come the custom 
of covering the head or blindfolding during an execution, whether It be 
by hanging or by the execution squad. 

Epilepsy was also attributed to as a weapon, and it was used In 
various ways during rituals. There were many rituals that were used not 
only In managing the epileptic but also punishing him. There was treat- 
ment during the ritual during which many unusual formulae were used, such 
as the drinking of blood of gladiators, gnashing of the teeth, or eating 
of the teeth. Many a time this was so revolting to the one who was being 
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perhaps Initiated Into soniething that he himself had a seizure, regard- 
less of whether or not he was In the habit of having seizures. 

There were many other formulae that the pharmacists concocted, such 
as skins of lizards, crocodiles, genitals of a hare, testicles of hippo- 
potamus, hooves of horses or mules, and parts of chickens. Now, all of 
these substances were supposed to have powers and that is why they were 
given to the Iridivldual with seizures. In 1973 there were still •'magical 
powers'* being used In the management of epilepsy. 

In traveling through Europe, particularly through some of the 
cathedrals or religious areas, we see many masterpieces which have the 
divine Involvement concerning an Individual who has a seizure. The 
angels come forth, people are very worried and concerned and as a result 
there Is a certain amount of divine interest. 

In Nigeria, some of the modern methods of management of seizures 
include the wearing of copper amulets such as those worn for the 
alleviation of arthritic pains. In Nigeria an Individual may be scari- 
fied on the shoulder because he is wearing a copper amulet for the treat- 
ment of his seizures. A little baby who during his seizure and after- 
wards has coma, will have hot sticks or coals put at the soul to awaken 
him. Finally, to cure everything, the patient goes to see a doctor who 
uses an electrocomputer and he takes care of seizures. He is certainly 
ahead of nK>$t of us. It Is my opinion that by 2001 A.D. we shall be 
doing such things as examining throats by computer, reaching a diagnosis 
by means of a computer read-out. 

There are many climatic factors which involve seizures. It Is 
written, not only In the Bible, but also In some of the history books 
that there are seizures which occur In cold countries and seizures which 
occur in warm countries. Actually they occur everywhere in the world. 

Along with the matter of climate comes exercise, and one of its 
greatest exponents was Julius Caesar. He was not only a great army man, 
a great commander, but he was an understanding individual In terms of 
his legions, and he always gave them good care after they returned from 
campaigns, not only with material gifts of land, but also taking care of 
the legionnaires who had seizures. He gave them a very well Indoctri- 
nated, orderly set of exercises, and they just had to take these exer- 
cises. He knew that they had what was called aurae, because they would 
tell their company commanders that they had premonitions of seizures. 

In discussing aurae, some people will say they have a bee buzzing 
arounj. Another may say little goblins float around his head. Another 
wi 1 : say that the aura to his seizure may be any kind of activity or 
maybe he hears music. I have seen individuals who had seizures brought 
on by music, and two of them had seizures brought on by the Beatles. 

We were Involved with Dr. Francis Forester of Madison, Wisconsin, 
on a very unusual type of seizure patient. He had seizures due to 
listening to only one song, "Stardust," played by the late Glenn Hitler's 
band. There are about four hundred editions of "Stardust," played by 
symphony orchestras, quintets, quartets, solos, et cetera, but of all of 
them, he only had seizures to this one. As a result this man was 



decondl tloned over a period of some four thousand hours so that the notes 
of that song were piped into another set of music, and he no longer had 
any seizures. 

In the fourth and fifth centuries the same kind of ignorance, the same 
kind of stigma, held forth, but at this time they began to realize that 
seizures were due to two situations — one, trouble In the skull when it 
was closed, and two, trouble In the skull when it was opened. It was 
realized that there was illness within the skull, that Is, infections, in- 
flammations, tumors, blood vessel diseases, and other disorders. If 
there was trouble when the skull was opened, then this meant trauma, Galen 
was one of the most important men to state that this Indeed was happening. 

Historically, there were some very great people who had seizures, and 
they were not limited to individuals with or without certain levels of 
Intelligence. These individuals Included Alexander the Great, Buddha, 
Dante, Dickens, Dostoevski, Handel, Samuel Johnson, Guy de Haupassant, 
Napoleon, Alfred Nobel, Paganlnl, St. Paul, Cardinal Richelieu, Sir Walter 
Scott, Shelley, Socrates, and Tolstoy. In the present day there Is Hal 
Lanier of the San Francisco Giants, Gary Hewlett, the Ice hockey player, 
John Lowenbach, the sky diver, who is fighting everybody because he still 
wants to come down in his parachute, and John Consldlne from "Marcus 
Wei by." 

Let me very briefly discuss the management of seizures. There are 
drugs. There is complete abstinence from food or drink. Drink Is very 
important because people who drink too much fluid develop what is called 
edema of the brain. It Is for that reason we cut down on fluids parti- 
cularly In pre-menstrual women, because seven to ten days before a period 
seizures are more prone to happen to a woman. 

There are several major things that people with seizures should or 
should not do. One, they must take their medicine reliably and regularly. 
Second, it is extremely important not to become fatigued. We find fatigue 
in a great number of individuals who should not be having seizures. The 
third thing affecting seizures is gastrointestinal function; constipation 
is one of the most common causes for seizures. Lastly, their fluid intake. 
We usually tell them what they should Imbibe In number of ounces of 
water, milk, soup, coffee and tea. In the summer time epileptic numbers 
rise in great profusion — a coke, for example. Is 16 ounces. Any kind of 
alcohol will cause seizures. 

The religious individual came Into importance as time went on because 
he realized that he had a great effect upon Individual seizures, so they 
came to him In great multitudes. Once again those concoctions I mentioned 
earlier were also offered to the individual with seizure by the man of a 
certain faith, and with them came a great deal of prayer. This is still 
being done in numerous countries, particularly in those tropical countries 
which I visited on some of my tours as an Ambassador of the International 
Bureau of Epilepsy, where I saw what a medicine man will do to remove 
seizures from an individual. Associated with some of these is something 
called "lunacy". The moon plays a very important role In seizures, and 
that is where the word "luna - lunacy" comes from. There is a time of the 
month which is dreaded not only by the individual who has seizures but also 
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by th« |>«rson Mho takes care of him. 



At one time fn hUtory the Individual with seizures had a great 
deal of sympathy, of empathy, and he became not only a person with 
seizures but was also recognized as an Individual who was a beggar. 
Accordingly he donned beggars outfits and everybody gave him alms 
because he was a person who needed these funds to buy special medica- 
tions. Soon, as with everything else, everybody else got into the act 
and people without seizures were doing the same thing and getting alms, 
and very soon it was stopped. 

Around the l6th and 17th centuries they began to relate epilepsy to 
mental illness, and soon the combination of schizophrenia and epilepsy 
existed. Hore than that. Into so-called insane asylums were placed not 
only people with epilepsy and with seizures, but invariably the prosti- 
tutes. It Is difficult to believe that In 1968 when our immigration laws 
were revleviwd, there was still this trilogy: epilepsy, schizophrenia, 
and prostitution, preventing people from coming into this country. Now 
the laws are changed and all can enter the country with little difficulty. 

The art of France contains many examples of individuals in the pro- 
cess of having seizures, one pictures an Individual in an arc. There it 
was called the "maladie mental Is," yet it was not a mental malady; It 
was definitely a seizure. 

There was a great French neurologist named Charot. He was a mag- 
nificent man who made his rounds with a tall silk hat and a frock coat 
and the ladies really went for him. As he went on his rounds, stopping 
here and there, the women would do all sorts of things to gain the old 
master's attention, epilepsy therefore developed a sexual connotation. 

A new era started in 1961 with the name of Hugh ling Jackson, who 
worked at what is the mecca for all of neurology. People go from all 
over the world even today to the National Hospital, Queen's Square, in 
London, to learn about Neurology, within the scope of which Is epilepsy. 
It has been said that the history of the world, the history of medicine, 
is involved in only one word, and that Is "epilepsy". 

There were many men who were scholarly, who knew about epilepsy, 
but Jackson In particular started the new look because he made a clean- 
cut definition of it, particularly of what we know as the Jacksonlan 
seizure. A Jacksonlan seizure of the face involves a little twitching, 
or a twitching of the hands. We watch to see whether it Is limited to 
just one side of the body or whether It moves up and finally becomes a 
grand mal seizure. Many of you as educators have probably seen some of 
the movies which have been distributed by the Epilepsy Foundation of 
America showing Just what a seizure is. 

I recall mtny. years ago something that took place that was a great 
deal stronger than showing a movie. A young couple about to be married 
went to one of our famous neurologists, and the young man said, "I'm 
going to marry this young lady and she has seizures. How will I know 
what a seizure is, and what shall i do about it?" Since there were no 
movies like "Modern Aspects of Epilepsy" at that time, this doctor gave 




the young woman an electJO^shock treatR«nt» and with this the young man 
watched a perfect grand mal seizure. As a result he knew exactly what 
to do and how to do U • 



During the war 1 worked with the Marines, Many of these young men 
had not revealed that they had seizure because that would have kept them 
out of the service. The men told me about the behavior of one of their 
friends* Since I had a little black box with me» the elect ro-shock 
machine, I wo^ld sometiaacs give this man a treatment two or three days 
before he had his seizure, ) would explode or detonate him, and even 
with a single treatment ^ he was himself after a day or so, and he did 
not have a seizure. 

In this country, our understanding of seizures began about the 
middle of the l8th century* They existed even in our first family, 
Roosevelt had small seizures, Calvin Cooledge had small seizures, 
Winston Churchill had small seizures; these were never recorded. 

The real management of seizures began in about 1857 in an insane 
asylum in Vienna^ I use the word "asylum** because in it as well were 
the three groups 1 have already mentioned, the individual with seizures, 
the schizophrenic and the prostitute* It was felt there was just too 
much **promIscui ty** going on, so bromides were given to these inmates. 
In a meeting in London many months later, one of the men described his 
results with bromides given especially to young women, another described 
his experience giving bromides to people with homosexuality or for mas- 
turbation, and each felt something good happened. As a result bromides 
were borr. They became the treatment of choice; here at Northwestern we 
used bromides by countless gallons. I cannot tell you how many people I 
gave bror^ide poisoning to, but we stopped the seizures. Some doctors 
are still using them from time to time* 

We had bromides from ' J until 1911 when a drug called Luminal 
was born; it is also km>wn -s phenobarbi taU This drug was used so 
successfully for seizures tnat in 1920 it was brought to this country by 
the later Dr, Julius Ryker, who was the father of the present Or. Roy 
Ryker, Sr. Now we had two drugs, bromides and phenobarbl taU 

In 1937, Tracy Putnam, H. Houston Harett, and William Lennox worked 
on a series of drugs* (Actually, the work was done by a girl named 
Dorothy Fisher, who became the wife of the late Robert Schwab.) They 
ran almost seven hundred punctures until they came upon a drug called 
Dilantin. In 1937 at the American Neurological Association this drug 
was described as being used to stop seizures electrically caused in 
animals, and in 1938 it was described at the American Medical Association 
as a drug used for control of seizures in humans. That is how Dilantin 
was created. 

From 1938 to the present time we have had almost thirty drugs in use. 
Unfortunately there is a tragic side to drugs when there are side effects. 
We are hoping that one day soon we will have one drug which will control 
seizures and which will produce no somnolence, and will have no other 
side effects. This would be the ideal. 
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WTien YOw nea< t^t^ n^^^p^pcr that someone died and the cause of 
aeatn *.as epne-^>% aS>o-^t )00l of the time this is wrong. We have status 
epHept^CwS^ ^^?c^ H a severe t5j«dJcal ernergency, but I am certain that 
Dr. Rovner ha^s n^jver lest cn^ of his patients, and nor have l» because 
of Ovr astute i»ia?*-a^«^wf^t at the present tittle. So If someone is said to 
be foun<i oea<; e^r^nf tne ^^ight or in the apartment due to epilepsy, this 
sets o%ir aoveaent feacx ccz€n% of years* 

Tne Ute Dr, h^^s Serg^r was the father of electroencephalography 
t>ut unforts^^ate W c^<: ^ot I i vb to see his greatness appreciated. I was 
in his laboratory to see ^cw he created his first electroencephalograph 
wit^^ two t**«enty- tor» tjlocKs of concrete ^wt th w I re between them* Those of 
yow wno go to cx^r^v-ent tor.5 now see these sophisticated little boxes which 
ta^e yp to sixteen c^a^xnels. 

Other i>eooie ^JstoricaHy involved with epilepsy, as well as Dr, 
Berger anc Dr. ^s*s*^^irg Jackson^ include Or. and Mrs. Frederick A* GlbbSi 
t>otn stin extre^W active* Hrs. Eleanor Roosevi:'t was very active in 
t^e^pJng to ^'wTt^r epilepsy «K?vement* The Epilepsy Foundation of 
A.'^ierjca, as it Kix^mr. tocay, caae about through the efforts of Mrs. 
Charles ^arK'-i^. »*rs. EMen Grass is the queen as far as epilepsy is 
concernec, '^ct or)^ ^ere out everywhere in the world and seldom misses a 
r'ccling or epile;:s>. 

A wore ac^c^^t e::i'e:5t*c cclonJes. Some of us have had the opportunity 
to 90 tc t^r<^, :c places Hke Meer-en-Boche in Hoi land » to see seven, 
e*9*^t, «:ne •-w'^c-'e:^ pecc^e In an epileptic colony where even the teachers 
J^ave ^t z^rt%. T^^ere a^^e cc Monies also in Norway and in Denmark, I 
^elpec set E'^gJar^c anc we have one in America. Certainly we 

r^ope to ^ave ct^rs «rere we can reaUy do some good. The area planned^ 
par: ii "s 'act atreao functional, is in Leesburg, Virginia. The 
people 5?^ t'^e cc?cx*ies a?^e patients, but they also work for their keep. 

E»e^iva'N ^s: cf t^e -^jcr areas of epilepsy, the lay group, those 
^cing wcr«w or. selz^res^ t^ose furthering the cause, came together and 
formec t^e EpHepsy ^cu'^cation of America. Right here Jn Chicago we have 
an arrr of t^e EpHepsy ^^ouncation of America, and I hope that those of 
YOU wno co^ ^^or a ;:jsta*^ce will have the opportunity to visit our offices. 



He^j:tr: "(o^ •ae'^tlcnec that hopefully there would very shortly be 

cruc. ts there anything that has been discovered 
t^at is oeing worked on? 

fr. BscUrS: 1*^ the last seven years the FOA has not permitted one 

cr^9 10 cctm forth, 1 have four drugs In my laboratory 
f^at ^ave ^•orked through beaut ifuTy which have so 
«uc^ prtc^ise. Unfortunately nothing hai^ happened* 
Veste^'cay the latest issue of Neurology the first lead 
article ><as on Tegretol, a very unusual drug. There are 
^o^r r^jcr crugs we u^e; Dilantin, phenobarbi tal , I ronton, 
a-c Tegretol. Tegretol had an unusual births It was first 
(jescr^oec as an anti •convulsive. It was tried as an 



I?r« L* Bo&hes: anti -convulsive, but somehow or other it was just not run 
(<nmt,} as carefully or as sophist Icatedly as we nomaHy oo» so 

they abendoned It. Then It was used as a psychotropic* 
an anti*depre$$ant, and again It was not researched 
properly. But some esiute observers noted that 'f people 
had severe pain In their faces, this dru& worked beaut I* 
fully. I am happy to say my group and I were one of tt»e 
four in this country that did the work on Tegretol for 
facia) pain. 

History then turned around and It went back to being wseti 
as an anti~convu1sant , and here at Northwestern, {>r. Alex 
Arleff and Dr. Manual MIer, who Is presently in FJoriOa, 
did one of the monumental papers which Is quoted in the 
article. Now there are hundreds of papers on Tegretol, 
and it is used everywhere in the world except in the 
United States. But I have about 1,400 patients on It; 
they all know the side effects, and they are ail taking 
it and are very thankful. 

The ideal drug will some day be completely anti -convulsive, 
completely non-sedative, completely non-toxic. Where 
there are too many drugs, there is something wrong, we 
need only one. 

It is my opinion that people with seizures who have other 
problems associated with them should be congregate<;^ 
together where they can get the total approach in the 
same way as the Rehabilitation Institute of Chicago has 
consultants In every discipline in medicine, if it is 
possible to take X number of individuals who can be 
managed better, who can be put into control faster, who 
can go into a useful life, then a place like leesburg is 
an area of choice, or perhaps a place here in Chicago. 

For example, through the University of Illinois we are 
building satellite clinics, it is my hope to have 
satellite groups all over the state, even if we visit 
these areas with a bus, doctors, nurses, social workers, 
psychologists, an EEC machine and a pharmacy. 



Member: Do these people stay at the centers or do they go there 

for treatment? 

Dr. I. Boehea: I would call it a diagnostic and treatment center. In 

Meer-en-Boche or Heemstedt outside Amsterdam the peopie 
live there, they are part of the community. Some stay six 
months, some a year, some two years. They stay long 
enough to know that they are In good control and can go 
back into their communities and do what has to be done. 
There is absolutely no stigma attached to it. 
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S'^v^r^z S>::mrurrisX:tii:ne Problem Ar^as 
£j v,4t^> of America 



*^ T^^^oi^^zf^^ %. ICC T t^^ raea^cal fields it is not in the eplUpsY 
•ex. m * a >:^^fiRuiT cat^on^ p«rii<:H*i, J became involved in the 

tc*^^^ « ^ • ^ ^^eia 3t^z^r { got my master's in New York^ 

sc r-^ X %i * «a 4 le^snwT. When I was Jn Chicago years ago 1 
mc-'^z ^2"^ M ^^-trs tfte Chicago Oatly News^ and that was an 

^3^3^* e^ot z i^z Z"^^ ^a** anytftin^ except the kind of work I am 

^ tne tttJngs you are trying to do ts to 

* I-- r*. ^ in^rnc^r of priori ties > as to where you should 
z sie iftc Tjcrrev. f am here to promote priori ty of communica* 
: ^^»ak:2s ^je ix:re ccjective than many people who have been 

T ts.-%* ^zr 4 ^ cr tneJr lives* It is very clear to me that 
c^ii ;ar 5_ ^>fc ^ aei2ple wno have epilepsy to accept It^ to 
^ arxr z^x::^ -i^^ a: tct *iave !t» to accept It and live with it? 

^cwwBur ^ar^-s ^iit a twc-^Kay street. H is not just me, or the 
£r rc^^ -4x^*541: ^ :?ut earreis of material, although we do, 

a--c t 7 iccc "^.tA* a . z^c'^ Zq use or read or look at, but it is 
^ -^t^^ :x.z rrcire t^rm ?ecc'e, «wnether they are people who have 
fic z-Jkr^z-St chilcren who have it or people who 

Mrfc-v * r-" 'Hew ac vou see it?** It is an advertising, a 

z iz i z::3sm^ -a: ons tecnntque. ft is not how I see it, 

: ^ *o» rnt :;»^^zrt ^^ste^ It^ an« how 1 communi cate""wi th him in 

* e*^ " s ^De-caK: zrf^ z-^ti a^o^em, bearing in mind that the perception 
^ ^ nz: 3r c-te same as the problem itself% That is what 

«ne '^^Sf^ zz tti^'^ tz zx:^ tn* 

iPiCw z *^ :^ ^cu t*Te of questions we have asked of 

t c>-^^ *itat to ^reject* tn this respect, we are really 



- its: s: is, -nust uncenstand that no figures are 

a^>c > Soae: iscs ::*tcj: * "^an^ ^^p on a difference of two or five per*^ 
zj(t^z^^ :>z . ;^T>tx ;:3Te C4n ^cc zq tn^s* because social research is not 
«r ^%^z T^z ^Tcst * *cu ' ^ z^K^ the brca4 pictu«"e you will see that 
t*v?3>e ^ t»C3a^: ticic^^t *c t^e peopU are employment, acceptance of 
z^'^^Gs^ i< :^^ce. m<t^ca? problems, and public attitudes, 

t ^ m^^'^z^rz ^ cnaracrerize wnether vvc are talking to 
^^"Zz mi^-z ^^t^ fsr "tir-i*. z^^ zz 2aret^t3 children who have it, or to 
zr z^"^ zr zz no^e ^no employ people with epilepsy. The 

z:>mc i ^^^z ^-Z3uG& zu^z zt^^ 1 ^fiis area of communications are "job" 

arc ^oc a ^ - 




The questions w« h«v« isked include the following: 

1. What do you feel your greetett problem i$7 This question 
U directed toward adults. We want to know what they 
believe to be the problem, not what we think it is. 

2. What problems have you had because of epilepsy? 

3. Have you ever been turned down for a Job because of epilepsy? 
The answer is surprising: Yes, no, ^31* 

The question we did not^ ask was, "Did you tell them you 
have it?" if the person did not tell them he had epilepsy, 
obviously he was not turned down; sometimes when we 
receive the results of a survey, we find out what questions 
we should have asked. 

4. Have you ever been dismissed because of a seizure? 
Answer: Yes, 331; no, 66|, 

We have to relate these figures, and with data processing 
and computers, "massage" the figures, relating this 
question to the previous one , "Have you ever been turned 
down because of epilepsy", and correlate the two. It 
splits out, about half and half. 

5. Old epilepsy influence your occupational choice? 

The answer again is surprising: Yes, kk,9%i no, S5.lt. 

I wonder whether we asked the right question there. I 
wonder whether the person said to himself, "1 really 
didn't have a choice. I couldn't work on bridges, so that 
was not a choice." 

After having done that research, we did a more recent, continuing 
survey with parents of children with epilepsy and people who had It. 
We had about eight hundred people on our mailing list out of EFA In 
Washington developed from thousands of letters we receive every year from 
people who ask us about the social problems of epilepsy. 

We asked, "What kind of nationally known figure do you believe 
would best represent the epilepsy movement?" Overwhelmingly they chose 
a physician, next, an athlete, and next, an actor or actress. 

We asked, "What do you consider the best description of epilepsy?" 
and overwhelmingly they said, "An electrical overload in the brain," 
That is how they see it and therefore that is the best way for us to 
refer to i t with them. 

We asked, "What would you compare epilepsy to?" Overwhelmingly 
they replied, "A short circuit." This obviously relates to the electrical 
overload In the brain, and It comes up time and time again. 

We asked, "What do you consider the worst description of epilepsy?" 



Thfe« replies came out about even: I) Falling down a dizzy, dark well, 
2) a di£ease» and 3) a falling sickness. They do not see it in relation 
to falling. An earlier speaker mentioned that one of the best books on 
the subject referred to "the falling sickness" but that was a long time 
•go, and people today do not seem to see it that way for themselves. 

We asked, "What word or words do you o'oject to in written material 
about epilepsy?" Eighty-seven percent said they objected to the word 
"fits." Everybody In the movement at one time or another has used the 
word but people who have epilepsy do not like it. 

We asked, "Do you believe epileptic seizures should be shown on TV?" 
Seventy-one percent said yes; they want people to know what it looks 1ike» 
I think the reason for this is because they do not want people to be 
frightened, and they consider that if one has seen it, one is not as 
afraid. To be sure that this is the reason, we have to ask "Why?" In a 
future study. 

We asked, "What do you believe the public reaction would be to 
seizures if they are shown on TV?" The two main comments that came out 
were I) that the viewer would acquire an understanding, he would begin to 
understand more about the problem, and 2) that there would be a combina- 
tion of feelings: horror, terror, revulsion, pity, and acceptance. It 
seems to me that the person with epilepsy Is willing to gamble on the 
public having these feelings in order to gain understanding. 

We asked, "What should our public messages emphasize?" They cited 
three things: the problem, the normal aspect of epilepsy, that Is, "I 
have a problem, but I'm normal", and the fact that there Is successful 
treatment. 

It strikes me from this data that the people who have epilepsy or 
who have children who have it are ready and willing to be quite open 
about this whole problem. Therefore, we should begin to talk about It 
quite openly; they want us to, they want to be understood. 

It bothered me to raise such questions as horror, terror, revulsion, 
and pity, but it does not bother them, because they have been through it, 
and they are saying, "Let them know that, but let them understand." 

» 

The whole point in this kind of survey Is to find out what we 
should say and how we should say It so that we can best do the job for 
the person for whom we have to be the advocate. 

Another step Is dealing with normal people. What Is their reaction 
toward the person with epilepsy? If we can bring that data together 
with the other data, we can begin to put together in all different forms 
of media the kind of story that can be told for the person who has 
epilepsy to the person who does not have it. That is good communications 
and sound management, which Is what communications today Is to a great 
extent. 

We have really two roles in the information and education field, and 
everyone here shares those roles, and all our chapters share them. One 
Is on the negative side; we must constantly be a defender when we come 



across something incorrect, In print, on television, or In a talk, where- 
ever we are. We must constantly say, "That Is wrong; here Is the fact," 
Th«t U what much of our material Is designed for, to provide the kind of 
fact that Is needed. We often see something wrong and we intend to do 
something about it but we rarely do, I urge you to pick up the telephone 
and call the person who wrote it, or call his editor, and correct the 
information, otherwiae It wilt be perpetuated. 

The other role that we all have, although at different levels and 
with different audiences. Is an advocacy role. We must go to people who 
are able to sway public opinion, whether they be In the media, or In 
politics, or whether they are people of Influence In a city or town. We 
must say to them, "We would like you as a person who has a real opportunity 
to influence public opinion to know the facts about epilepsy. Please 
learn them because you can Influence other people." 

It is a responsibility we all have. I know that both these roles 
come into play with the media, television, newspapers, radio, magazines. 

As I know from experience, the riembers of the press are under 
tremendous time pressures; they are always fighting severe deadlines. 
Then there are the competitive pressures. There Is a constant ratings war 
going on between the three or four stations in a town on their news. 
They get their advertising by their ratings and the size of their audience 
is therefore very important to them. Therefore, they are always tempted 
to do something with a story that will make it a little more exciting 
than the other man's. This is a fact of life. They have a huge flood of 
information coming across their desks and they pick only those things 
that are most exciting and most Important and which will catch the eye. 
However, I have never met a jouj-nalist or an editor who, when one had 
the opportunity to spend a few minutes with him and tell him the facts of 
epilepsy* did not say, "I never knew that. When I need help In this 
field, I'll call you." They want to be accurate, but they do not know 
the facts, and no one has ever told them. They do not want to print 
things that are not right, and they are willing to be corrected so long 
as it is done gently and forthright ly and with understanding. 

One of the things I would urge upon you today is that at every level 
of operation of the epilepsy movement, national or regional, within 
educational facilities or in chapters, or on the basis of the individual. 
It is as important today to have an expert in public health education as 
it Is to have a legal expert or a medical expert at these various levels. 
We still have not found a cure for epilepsy, and that public Information 
person who knows the media field Is going to be able to help people cope 
with it until the cure Is found. This person is not the equivalent of 
a medical doctor, but his function Is Just as important. 

The Advertising Council, the national group, and the National 
Health Council have put together a campaign of two hundred health 
careers listing all the kinds of people who are essential to the health 
movement. One of them is the public Information or communications 
specialist. They are encouraging this kind of interdisciplinary work 
and 1 urge you also to encourage it in your own areas. 
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As you are well aware, the new Developmental Dlsfibllitles Bill 
which Is now under convlderation has a specific section In It where It 
say* money can be obtained for public information programs. To my knowl- 
edge » this is the first time that intangible area has ever been brought 
into it and 1 urge you to set up a program and get the money to run tt. 

In government relations, It 1$ extremely important that your 
communications be strong with people at every level, slate, county, city, 
and federal. EFA has been instrumental, with the Oominlck Resolution in 
the Senate and the Kyros Bill in the House, in developing a national 
plan for epilepsy. It has been essentially instrumental in working with 
NINDS. The same thing is happening at state and country levels. This 
must continue and must be a priority. 

The big question then reelly is, how do we manage today? Dr. Boshes 
talked about ignorance and fear and prejudice and stigma. In my opinion, 
we can overcome ignorance with knowledge, or at least we can fight U 
with knowledge. The more' one knows, the less ignorant one will be. We 
can also fight fear with experience. Exposure to a problem mitigates 
fear of that problem. This ts true of handicapped people; we can over- 
come prejudice with firsthand contact. We can see this In our relation- 
ships in this country between whites and blacks. The problem Is not 
what it was ten or fifteen years ago, because whites have lived next to 
blacks, have worked with them, and are not as fearful or Ignorant about 
them. Lastly, when a person is personally accepted for what he Is, 
stigma disappears. This is equally true of a handicapped person in a 
wheelchair as a person with epilepsy. 

This is what communications is trying to bring about. It happens 
at a personal level and all the way up, I would urge you, even entreat 
you, to make communications in your particular district or facility one 
of the top priorities in this whole fine movement of epilepsy. 



r%2ir*^^2K I read an article in the New York Times suggesting that 
Povk^t: attitudes toward epilepsy are changing. I'm gtad to see 

that the epileptic patients feel thft an open discussion of 
their problems is in their interest too, because I think 
this is what we have been doing, putting seizures on 
television^ The question is, is it working? Do you have 
any data to support this? 

*.'r. ^IcmoK: This was an article that ran not only In the Times but In p 
number of pMp^rs across the country. We did not authorize 
nor pay for it, but every now and then Gallup drops into a 
study questions about people with epilepsy and attitudes 
toward them. This is the most recent one and compares the 
present day with ]Sk$. I would prefer to see a much closer 
comparison in terms of time to see what kind of progress we 
have made. The results do show that there have been tremen- 
dous imprcvenents in the attitudes of people toward people 
with epilepsy, but I would certainly expect this in twenty- 
five years. 
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Why do you think peopU are really afraid of seizures or 
looking at 4 person with seizures? 



Ml*, G^man. 



The doctors tell me, and I refer specifically to Dr. George 
Goldln, a sociologist In Boston who works with us to a great 
extent, that they believe the people with epilepsy frighten 
the person watching when they go out of control, that the 
loss of bodily, or what seems to be mental, control is at 
the heart of It. And the fear on the part of the person is, 
"I don't know what they are going to do. I don't know If 
they will hurt themselves. I don't know hew to handle them." 
Again, Dr. Goldln says, "Fear causes prejudice." In my own 
area, non-medlclne, I would accept that. I have seen fear in 
crowds of people erupt Into riots because they did not know 
what the other one was going to do. 

What is the interpretation of the EFA In regard to the defi- 
nition of epilepsy, as found In the DD definition? 

I would like to see the exact wording before I would comment, 
however. Dr. James Watson of Portland, Oregon, on the Board 
of Directors of the EFA, testified before the people putting 
that bill together, along with other societies that are 
involved with the brain, and I would expect that he Is aware 
of the definition. 



Merger*: 



I would gather that would be relatively Important from the 
standpoint of who does what. .3 you talking about those 
who arc more Involved? So far you are talking basically 
about those who are "of normal Intelligence" who have ep'lepsy 
I am wondering how that relates to those who are more 
involved and would fall more within the definition of DD. 

I am on the National Advisory Council, and the definition Is 
not categorical and does not define epilepsy per se. It 
just defines what mental disballitles are. 

Does the National Council Interpret epilepsy as being part of 



Netnber: 



The reason epilepsy and cerebral palsy are Included In the 
first place is because It goes "across the board", and many 
people who are mentally retarded also have seizures or 
cerebral palsy, and vice versa, and there Is a neurological 
base to It. 



Member: 
Member: 
Member: 
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Then what you are saying Is that the basic key Is mental 
retardation? 



It has been difficult to get the concept of 
board" but it Is developing. 



'across the 



Do you not think the Intent of the legislation was to try to 
provide services to the individuals In categories who were 
severely disabled who were not being provided services before? 



Member: 



Merrier: 



Th«t U really • matter where the federal Government has a 
particular definition for severely disabled or handicapped, 
but Individual councils are taking a look at it according 
to the needs of their own comnunlties and defining It in 
their own terms* For instance, educably mentally retarded 
children are really not to be included, and yet In some of 
your planning you have groups offering services to that 
population. 

As I recall, there is a legal definition of any of the 
categories In the ODSA legislation, and the answer would be 
rather an offshoot answer. The law as written in that Act 
does not define any of those neurological disabilities or 
disorders. You have to look at it from the other end of the 
definition. In other words, I do not believe epilepsy is 
defined In the sense of your question In the legislation, 
t think you have to interpret what is included in epilepsy. 
That is quite a different question. 
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Tveatmnt Heeds of the Epileptia: The Child 



J. Gordon Hi lltchap, H.O. 
Professor, Departments of Neurology and Pediatrics 
Northwestern University Hedica) School 
Chicago, Illinois 



Epilepsy is principally a disorder of childhood; $0*95% of patients 
with epilepsy will have the first seizure before twenty years of age. 

Therapeutic classification of seizures of value In practice Is as 
follows ; grand mal, focal motor, petit mal . psychomotor, and infantile 
myoclonic, each of which has a distinctive EEC pattern. 



Table i 



A THERAPEUTIC CLASSIFICATION OF THE EPILEPSIES IN CHILDREN 



Seizure Patterns host Specific Therapies EE6 Correlates 

Grand mal and focal motor phenobarbi tal spikes, sharp 

Dilantin waves, slow waves 

My sol I ne 

Tegretol 

Petit mal Zarontin 3/sec. spltce-and" 

DIamox wave 
Tridlone 



Psychomotor 



Minor myoclonic and 
akinetic 



Myoclonic spasms 



Hysol Ine 
DI lantln 
Tegretol 

Valium 
Hysol Ine 
ketogenic diet 

ACTH 
Valium 
Mogadon 
Clonazepam 



temporal lobe 
spikes, sharp waves 



pol ysp 1 ke-and-wave , 
2/sec. slow spl ke- 
en d' wave 

hypsarhythmla 



One of the most disturbing seizures that we deal with In pediatric 
neurology Is the infantile spasm for which there are very few treatments 
available. We have to search for more effective control of the epilepsies 
caused by structural and degenerative cerebral lesions. Serum determina- 
tions of antl-convulsant drug levels have helped but clinical Judgment and 
the need for new medications are more important In children. 



Infant 1 1 e spasms . Myoclonic spasms occur particularly In the first 
six months of life and almost entirely In the first year. The causes of 
these attacks are diverse; the etiology Is undetermined In k}% and in the 
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rsmainder there Is • history of birth Injury, •noKl«, pre-n«t«1 Injury, 
post-natal hoad trauma, cerebral dysgenesis, encephalitis, or DPT 
immunization. Several authors have referred to the onset of Infantile 
spasms after Immunization procedures, and there does seem to be a 
relationship between pertussis Immunization and sometimes polio Immunlza** 
tlon and the onset of hypsarythmla and Infantile spasms. 



Figure 1 

EEG showing hypsarhy thmi c pattern 
in a 20-month old Infant with myoclonic spasms 




There are very few cases of familial incidence of infantile spasms, 
but where the etiology Is phenylketonuria, there Is a one-ln-four chance 
of subsequent children being affected. 
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Sftver«l year* ago, a large number of children, on the East Coast 
particularly, were reported as having Infantile spasms and other seizure 
patterns after receiving a formula deficient In Vitamin Bg. After the 
formula was changed the seizure disorder was controlled and there were 
no further convulsions. 

Dr. PamplllonI from the Hospital for Sick Children In London 
reviewed his cases of Infantile spasms and found that, when followed up 
to seven or ten years of age, 251 of the children had evidence of tuber- 
ous sclerosis, a congenital disorder affecting the brain and skin and 
many other organs of the body. It is a diagnosis frequently missed In 
Infants with seizures, but it becomes evident at a later age when the 
child develops adenoma sebaceum on the face. 

The most effective therapy In the treatment of infantile spasms Is 
ACTH given intramuscularly; cortisone will effect control In some cases 
but is less effective. The mechanism of action of ACTH Is unknown and 
much more research is needed in this area. Knowledge of the mechanism 
of action of anti-convulsants would speed up the discovery of the etiology 
of these seizures. 

The earlier the treatment of infantile spasms is initiated, the 
better the response. In a study of ten patients less than one year of 
age, nine had a good response; of nine patients diagnosed or treated at 
one year of age or older, only two were improved. 

Nitrazepam, or Mogadon, is used in Europe as a very effective 
sedative, and It was introduced in the U.S.A. on ttr, Investigational basis 
for the treatment of infantile spasms. It had a wonderful potential for 
control and successful therapy of these seizures, and the effective daily 
dose was significantly smaller than that of other anti-convulsants. 
Although a number of Hospital and Epilepsy centers in the United States 
demonstrated the efficacy of Mogadon there were too many problems with 
FDA requirements for its successful development by the manufacturer. 
Clonazapam, another related compound, seems somewhat less effective than 
Mogadon but Its acceptance by the FDA is probable. 

These benzodiazepine derivatives have much potential as anti- 
convulsants, the rapid onset of tolerance being the main limiting factor. 

Petit mal. Petit mal is a pattern of seizure which seems very 
simple and benign but it Is often difficult to control. In using 
various drugs in the treatment of petit mal, the degree of control varies, 
but so does the toxicity, and It Is important to take this into considera- 
tion when deciding on the treatment of choice. For example. In comparing 
Diamox and Zarontin, the percentage control is about equal, but toxicity 
associated with Diamox Is about ]0% compared to 2k% with Zarontin. It Is 
probably better to start treatment with the less toxic drug and proceed 
to the alternative If the seizures are not controlled. 

Febrile convulsions. The febrile seizure Is a problem attended by 
much controversy, particularly In regard to therapy. The age of onset is 
usually between six months and three years; few children have attacks 
under six months of age and the condition is rare after five years. One 
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in fifty children under five years of mge ^\\\ have one or more febrile 
s»elzure$t and about 101 of children under seven years of age who come to 
the hospital because of some febrile episode will have a febrile seizure 
associated with this* These seizures will recur in 50^ of cases, about 
10 or 121 having more than four seizures. One*half million children in 
the United States are affected by febrile convulsions. 

The importance of the febrile seizure is that some of these patients 
go on to have epilepsy or spontaneous seizures; the Incidence of this 
occurrence has varied according to the selection of cases with or without 
compl i cat ions ♦ The late Or^ Pete rman included many patients with brain 
damage and found that kO% had spontaneous seizures; Or. Lennox, in a 
restrospecti ve study ^ fourid an incidence of 77^; Or* Livingston, who 
selected patients arbitrarily, excluding those with a family history of 
epilepsy, with prolor^ged seizures^ focal seizures, and brain damage, 
found that only 3^ -went on to have spontaneous, non-febrile attacks* In 
our own unselecied group, we found that 21% had at least one spontaneous 
seizure, and of these, S% had recurrent seizures which could be 
categorized as epilepsy. We found that the duration of the febrile 
seizure was a reliable prognostic factor in determining the occurrence 
of spontaneous seizures later and the need for anti^^convulsant medication 
on a regular basis. In the children who had a febrile seizure lasting 
less than five minutes, only a small percentage would have non-febrlle 
seizures; whereas about half of those with seizures lasting longer than 
twenty minutes went on to have spontaneous seizures. We also found the 
EEG to be important. If it was abnormal and showed seizure activity, 
then the chances of spontaneous seizures were about 60%. 

There is some controversy about the benign or serious nature of 
these attacks. In some cases » Status epilepticus has been allowed to 
continue with fev-r and afterwards the child has severe brain damage; 
however, the incidence of severe brain damage is small in comparison with 
the number of febrile seizures occurring under five or ten years of age. 

Since our study in 1958, three studies have been reported indicatini, 
that if phenobarbi tal is given regularly and daily, after the first 
febrile seizure, and if this treatment is monitored by doing repeated 
serum determinations of the drug, subsequent febrile seizures can be 
controlled and prevented. Dr. Hargaret Lennox presented some data to 
this effect at a conference near London last year but at the end of her 
report she expressed doubt whether this method of treatment should In 
fact be given; phenobarbi tal has been found to produce hyperactivity or 
to exacerbate hyperactive behavior in children, to make children irritable, 
cause sleeplessness, and possibly to have some deleterious effect on 
their ability to learn. We, therefore, must use judgment in determining 
whether a child with one short febrile seizure should be put on pheno* 
barbital from the age of six months to five years continuously as is 
advised by some neurologists ♦ 

We need more research before we can answer some of these questions 
and solve these problems. The Epilepsy Foundation of America has pro- 
vided funds for research in epilepsy but they are limited. Last year 
there was a study which came before th^ Research Committee comparing the 
learning ability of two groups of children, one that received phenobarbi tal 




regwUrly ckv« wi^r^ u glv«n by the Intermittent method at the 
Xlim of febriie episoa«$. This important study could not be funded 
because of fw-^w stvoritjes. C«« of eighty applications the Conwnlttee 
reviewer, orrly five cr »?x coul<3 be funded. There 1$ an urgent need for 
research swpport. 



:t, Jibts: ^ nav* been separating, really re-deflnlng, the febrile 

conwistcrt, an<3 this has led to socne Interesting conclu- 
sions. If Me define febrile epilepsy as convulsions with 
fever, followed by a nortual EEC, we find there Is a very 
higfs farsnial incidence and extremely low Incidence of 
seizures later in life; the prognosis Is excellent. If, 
OA trve other hand, we take those seizures which occur with 
^tvtr ena call them, instead of febrile convulsions, con- 
vulsions >»»th fever, and find an abnormal EEG after the 
initial episo<:e, then the prognosis is not as good and 
ptrn^s tn« need for anti-epilepsy therapy Is much greater. 

:r. .^r:;^^: Dr. Glbcs is repealing the work and reports published 

nary years ago by Or. Livingston In Baltimore. If we are 
tc arrive at a better scientific understanding of the 
fesrHe seizure and its significance, I am not sure one 
cai^ an arbitrary selection of cases In this way. At 

t*'^ cc^^tr-er.ce in England, 1 was surprised to find that 
sc^ coctors were also including patients with meningitis 
a^c cncep<^ali tis within this definition of febrile seizure 
a«cavsc cney felt it was not possible to make any dlffer- 
e'^tiattof^ otfver than a seizure associated with fever, 

J-'rts: ^tr^-ips a «ay of explaining the kind of findings we see 

«Cn*lc be tc say that by excluding those cases that have 
co<^¥^lsior.s with fever fron the febrile convulsion group 

tNire is an abnormal EEG, we are really excluding all 
fcsc cases where there is even subtle evidence of 
nent-^gitts or encephalitis. I think the EEG Is perhaps 
picking 50<ne cases where we can't find spinal fluid 
signs, et cetera, to confirm the meningitis or encepha- 
litis, it «s a very difficult diagnosis to make In many 
c* these cases, yet it is felt by some that these children 
* are Suffering encephalltic episodes. 

^y.',i:yh.7p: teitnc^t the occurrence of an exanthema, persisting coma, 
j^liriu^^, neurological abnormalities or pleocytosis In 
ir-st spinal fluid, the diagnosis of encephalitis with a 
fe&rile se'Zure is indeed difficult. Unfortunately, the 
££G ^i«dif>gs are not sufficiently specific to confirm a 
cavs at i ve d > agnos i s . 
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Opening Hemarks 



Don A. Olson, Ph.D. 
Director of Training 



Rehabilitation Institute of Chlca90 
Chicago* Illinois 



We have a long list of very distinguished people here today, anc it 
gives me real pleasure to Introduce the Chairman for the afternoon session. 
Dr. Benjamin Boshes. Of al 1 my involvements at Northwestern, one that 
gives me great pleasure Is to be a member of his department. I have t>een 
a member for the past several years, and we have been able to work cm a 
number of programs together here at the Rehabilitation Institute. 

Dr. Boshes is Professor and Chairmar. of the Department of Neurology 
at Northwestern University Medical School, and formerly Chairman of 
Psychiatry and Neurology when the departments were combined. He H on 
numerous committees and one of them Is the Medical Advisory Committee to 
the Epilepsy Foundation of America; he has been on this committee for 
many years. 

Or, Boshes will chair the session for the afternoon, and I hope he 
will have a chance to give us the benefit of some of his comments. 



Oiaiman S. Boehes: 

1 am very pleased to be here. I am very active in rehabilitation 
in epilepsy and serve as the liaison person with government agencies, 
constantly reviewing federal legislation, and requests for grants In tht 
various agencies that deal with these programs. Therefore, I was very 
pleased when Dr. Olson asked me to participate in a session as one of 
the chairmen. 
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c:*^ * i^scc 4^: ^ r*^ xr*^* ^ senses. 

eJti:«^s"v« ^^Iz. c'scr^.^ &cb*i: r^^n cr^ 

c"sc*M'"S^ t « c:t:*^-ji ^ ^'^e-^ «t ?ss c* ^ * 

cc**vu's'car . '"•".^s, s:a::«seris t ^ s^*?r" r*^: -^^^ ^ 

st*^*^'^ z^s.z t**« j.*''e:^t t'^ ^'j zz z ^t^rrz^ ' ^ z* ^ "■ec'S* s 
;;^ri''r> s*"^t::«Es r^tt' s<t«e-^ r* ^ ts. rwt z^-zjc^^s^' 

c^cte^c^^ corse ^ c>w*s-*4fi:is $ * z"^ ^ r*-^, r^t "s ^ece-ss^*^ 

«^rv t^^-s *riii i"^ ::ifet trz % t zz 14'' 4 '^■^ z scmr^t c 

fro© Z^l e*t. jr^X a^* ♦ a-,^" wT^C "^^ap^e * t-'^ess^fex 

^m^z t***e tsec'c^' *-^^^z i^z z^tis^. zr^^z rr^^ zm ^z 

^^a*"^ sz^'^. * ' Z"^ z"" * t*o*: " z^, *ac»^v , ane*' 05*^20*^ ""^^ 

f^e^t^cs^c s*o^'c zm *;s«es- ^ 3^:3m z^z ^s^z^. t -^c^ seti s^cc a 
* sto >e '^r^Tic"^: ^ ^ r^^z^c zq z» t^t t •i-o^ z :w 



! : : -set s^*^* •^^r* : ^ z^z"^ zz zf*^ z^ z z^ r^^ 

30Ct**^, * ;>CCC ^ ^ . 5 4^ f* . tz rZ**^ 1***^ i*"*CtZ*^ z*^ z^^ * 

*t%e cc^^^ect '^^t. *^za; z" zr^a^icz*^ it z 3 zrs . Z'Nr- 



:^ c-;t^'^ t'**^^: t*i«re m^y be Heart disease, hysterta^ 

ct^- t rr-^ iit**-*^ 4r '^^^^ ^5 ccfisFcered, yet this should be 

* t^^i t.'^o* I :;:zxr^ ;:e"e<2. 

» ^^-1^ i.*cw r*^^ cnaracteri stU sfgns cf seizure, that Is, 

tri* I. ; ir X ?ic r?tims:?:i , ^ "^Jurv ana i nconti nence which may or may not 

ccc*." ^ mtt*-: cr^e-jc. c-*e tftirhg elicited may be that there Is an 

a te^^^t 3r ♦ c^rm^ a aar^i)^ysmal disorder or symptom which is 

*^^e: : *e 2it: : tta idiJe::-^s we mJ^iS the diagnosis because the 

ra: r^i ^m^r-T^ tui** iware or it. Teachers may be more aware 

i"*^: * t^we:"^ ^ ^cc:^^"^ ; n tne cirHa In that he is staring and 

^ ^; i^ti^t^: ^rr. ^e ij^v not Have other signs in addition to 

^ r^vc^Bcc-T"^ . iwnlcrr include teinporal lobe seizures, dlag* 

^ 1^ ^ooiift: i«e* X c:u'r arra sometimes takes longer study, espec^ 

a . «r^-^ r^-^ i r ::erav repeatec temper tantrums, clouded 

z i&ijrcs^ I 5^ :4C ! U.net: of any of these symptoms the next 
z^tz or i ^^z a: *cw ok aacut reftafii 1 Uating the patient? In dealing 
••^ z^ « ^-^^ . :re i-^cu I -tflTTietTme t^at this Is a chronic condition* In 
a z-""^ : zzr^z z zr^ z i uccrtant to tei! the patient and the family 

Z'^^z^.^z i :r««^ a ^onq peri'oc of time. A frustrating 

^$^zz - zr^z^^ z z:zr^'< z zr^ , 5^c*^ as a^aoetes, allergy or heart disease, is 
i^a: z'zt^-' z^n. Z'lz i^^z v gc ^rom coctor to doctor, clinic to 

* i ^^tiD^it *z r ^crcti: z ::"cce<:ure5 anc running up bills but not 
'z ztm^ "^z z- -^zu^ zi* z ''^^^zin^'n z . «h4t they are locking for is a one-^shot 
^^^4 z^ ^zpn^t'zr^ z: z^^ s -^z^i^q wrong with the patient* This is 
5 t^'^zzfH^ z^ 3 



"■•v :c 5 s nc « zr^^q :nerapy. When 1 was younger, I 

"^c^r^: t^£: i »^ *d&^ zz zq ^as -naKe a aiagnosis, give medicine, forget 
^•e t e se. and we would get good results* I 

^.-t ti^^'Z z zzt^ • z*^ ^ s ^ct: the wnole story^ 
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*ow«.-£- " X z^z^fTZS t ?4orthwestern University Epilepsy 
2 z z • •^'^ z^i<z Z"^ . -ve ^ ^ no t?^at if we treat the simple 

r^^t * r*-:a zt^ giving ie right drug, we may give a 

z^^ f:--^::: a ru^es. is no longer necessary to intoxt- 

z^z tr'^r* i -:cuoj j ss^cn cf seizures. We now know, with new 

z^^z -^i^tccTi : :cc ■oea^N.remertts , tnat we not only talk in terms 

z^^ *^ «cx . ^ut I'^uq levels. 

•fT^e-* r^-^e * i ^--^ esn 1 seizure control or intoxication the 
-nete^ -^^j&rae*: ;^ : cc< z'^^iz e^e ' > 'important* The first blood level we 

'^^z * r -^z^ zts^ ^ z^H z^ * «5 , 

* -"z ^ ^ rrat 50-*^0:S of the patients there is no 

z^jz t «*^:t* "^m*- z-^ z s anc putting tnem on one medication. 

''^^^ zz ^z zrt ^ z^ tneJ^ business of work, school, and all 

^ec^rsi h^zz i z:3^:ic: Anctrte- ZC% will require more than one drug 
:r »zzz!f^ 5* z^ -^ 55 zr^ ^ ^nc ^ t*^« last 20^, remission is more diffi- 
z^ z zz zczi, T T z^it4$ DQre -ecaUitrant patients major seizures are 



usually compUcated by other ones, that psychomotor seizures* 



In the future, perhaps after further I nvest igatlon > we will have more 
drugs, better methods of treatment and we will be able to help the last 
20%. Our goal 1$ to find out what mcjre Is wrong with these patients. By 
the various diagnostic methods we have, pneumoencephalography, arterlo-* 
graphy, brain scan, and even exploratory surgery, we try to find a focus 
In the brain. By means of stereotaxic exploration, if a focus of discharge 
Is found, we can help these patients. 

If we accomplish stopping of seizures or producing^a remission, the 
child should be able to attend any ordinary school. As neurologic consult^ 
ant to the Chicago Board of Education I can say that we do not segregate 
patients with epilepsy. They go to a regular school. They should be 
allowed to participate in any athletic pursuits of a non*^hazardous nature t 

From the standpoint of an adult's occupation, he may engage In any 
type of non^'hazardous occupation, and there is enough literature to show 
that industry has few troubles with them, provided they are controlled and 
in a won^hazardous situation. We do have to worry about compensation and 
insurance laws as a deterrent to employment. 

These patients should be able to drive a car if they are seizure free 
for at least a year. Most of the states provide this. They also provide 
that patients should be taking medication and be under the care of a com*^ 
petent physician. 

As a part of the Committee on Epilepsy and the Law, there are some 
states that will not let a patient marry but most states now have changed 
this* There is no reason for a patient not to marry and bear children, 
provided the disability is not frequent or the seizure disabling. As 
far as heredity is concerned, the actual clinical evidence shows it Is no 
greater than in diabetes, hypertension or obesity. 

General diet is of utmost importance. Fatigue and long periods 
without food may precipitate seizures. Alcohol Is always a problem. 
Patients with epilepsy should not drink. The main problems are with 
alcoholics, not the patient who has an occasional drink. We have to 
decide whether a patient is an alcoholic or Just an epileptic whose 
seizure is precipitated by an occasional drink. In most patients, the 
alcohol is the main problem and disability, not the epilepsy. 

When we are not solving the seizure problem, what are the things we 
have to look for? In groups of patients, if the seizure Is the only 
problem in rehabilitation, there are very few problems getting them back 
to social, intellectual, or psychological remission. However, there are 
patients who have a psychological reaction to the seizure; it may cause 
a reaction of emotional, social problems, and then cause vocational prob" 
lens. If the epi leptologist is not prepared, then there is a problem and 
additional help is needed in treatment. 

I feel that any person who handles epilepsy should be able to deal 
with all the problems with ancillary help. Some social or psychological 
testing may be needed; the seizure may be a psychological problem In 
itself. There may be bizarre behavior, confusion, posfselzure mood 



dUturb«nces» agitated states, psychotic states, even occasional rage as 
a result, usually when the patient Is restrained. 



Actual assaultive behavior Is rare, in spite of recent unpleasant 
publicity. Hy experience Is that the only time the patient has had any 
trouble with rage and assault Is when he Is restrained, by his family, a 
well-meaning person on the street, or a police office. Sometimes these 
patients are arrested for combatting an officer; the police have to be 
made more aware of this possibility. 

In an Interesting study by Knox, 7^ of k^k patients suggested 
episodes of assault. There was no aggressive behavior in Bk%, In I***, 
resistance to attempts at restraint was noted. One patient behaved In a 
potentially homicidal fashion. In II the attack lasted five minutes or 
less; in 121 it lasted five to fifteen mlntues, but none over one hour. 
So actual Iv there was not enough time for them to prepare any kind of 
assault . 931 there was total amnesia for the attack, which makes a 
good diagnostic clue. In the remainder, less than ]% had partial 
recollection. 

It is certainly difficult to distinguish between true and fraudulent 
amnesia. It can be seen that the defense of amnesia for aggressive, 
assaultive or homicidal behavior Is rare, and certainly should not be 
predicated solely on electroencephalogram but by a good clinical 
evaluation. 

Occasionally there are psychological problems due to the communica- 
tions media, for instance, in the Ruby case. Where a murder is committed 
and there Is a little abnormality on the EEG, the defense tries to diag- 
nose an epileptic. This Is usually not so, and It causes a great deal of 
furore In patients who have had seizures, and the problem comes up often 
both medically and legally. 

A problem may occur In the borderline cases where many of these 
patients simulate hysteria but have enough other epileptic features to 
make them problems In diagnosis and subsequent treatment. Most of them 
have psychomotor seizures with bizarre features requiring prolonged 
observation. 

in 1935, when I did a study In our clinic, we had three out of 100 
patients diagnosed as hysteria. The older attending men who were all 
experienced neurologists had to attest to the fact that they thought 
these were hysteria. I went on to being an attending man at Cook County, 
and these three patients came In later In status eplleptlcus. 

A person with seizures has a personality, and sometimes the personal- 
ity is more Important than the seizures. We may control the seizures but 
then we are left with a person with emotional problems who needs definite 
psychotherapy. A thirty-year old school teacher, who was a well controlled 
patient, recently married. He became depressed and had seizures. I 
found out that his wife was a dependent, Immature, neurotic woman, com- 
plicated by an Intolerable mother- In- 1 aw. He did not solve the problem 
until he divorced his wife; he Is doing well now. 

If we follow patients for a long period of time, we may find they 
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develop organic changes In which the seizures now become a problem. It 
is necessary to do other tests to make sure the patient does not have a 
tumor or some other type of brain disease that may be more Important than 
the seizure phenomenon. 

In school children seizures associated with mental deficiency may 
present a problem. These patients are disabled mainly because of the 
intellectual disorder. In such cases we need family help to supervise 
the medication and have the children acquire whatever schooling Is poss- 
ible. 

Rarely is status epileptlcus a problem. I will not go into the 
treatment except to say that these are emergency situations requiring 
hospitalization and Intensive treatment with barbiturate and/or vallum, 
then a loading with an antl-convulsant to save the person's life as well 
as produce a remission. However, we rarely see the minor seizure or 
petit mal status In which the patient Is In a coma or stupor. In order 
to diagnose the status It Is sometimes necessary to monitor the patient 
at the bedside with an EEC. Then the diagnosis becomes evident, and 
with Intensive medication the patient comes out of his stupor. 

One of the big problems, not only in children but adults. Is the 
family reaction to the patient's Illness. Nobody wants any type of ill- 
ness and certainly nobody wants epilepsy. A recent patient who complained 
about his family and his doctor never talking to 1:^1 m was hospitalized for 
seizures. He did well with medication, went home, and his family 
immediately took his medication away because they did not like the diag- 
nosis. ' )e only treatment there Is a new environment, which is easy to 
prescribe but not easy to carry out. 

Now, Iatrogenic results of treating problems Include drug reactions 
These are potent drugs and they require supervision. One must have know- 
ledge of what these drugs can do. Fortunately, now we have more methods 
to determine blood levels by means of Liquid Gas Chromatography. We are 
more familiar with acute reactions of Dilantin. But I have seen patients 
on Dilantin for many years suddenly develop cerebellar signs or peripheral 
neuritis. So one has to be on the alert that the drugs being used may 
cause problems. One should be clinically aware of this and use blood 
levels to see if they are becoming intoxicated. 

The blood levels do one other thing which is even more important. 
When we did blood bromide determinations In the thirties, It surprised me 
with my Intensive supervision that kO% were found not to be taking any 
medication. This is no surprise now, because with the new methods some 
groups have noticed that $0% of patients are not taking their medication. 
This is obviously a problem. 

There are still social problems. The patient has a problem In school, 
at work, and with his social contacts. This is one of the biggest problems, 
which is better now but still not solved. A great deal of education Is 
needed. one of the major problems Is lack of money for research. One of 
the difficulties of raising funds Is getting volunteers who want to be 
identified with epilepsy. This was brought out in recent Washington hear- 
ings. 
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We are quite aware of withdrawal seizures from drugs. These do occur 
with anti-convulsant drugs. The patient Is doing well and suddenly Is 
having seizures. The first thing we think of is that the patient stopped 
his medication. This often happens in the hospital with alcohol. A 
patient who is drinking may come Into the hospital for a herniotomy, and 
ten days later he has convulsions. This similarly does occur with stop* 
ping of antl-convulsant incdicatlons , and we roust be aware of It. 

Denial of Illness occurs with the patient, and with the family, with 
many psychological as well as physical problems. As I mentioned before, 
these patients go from doctor to doctor, and from clinic to clinic* Even 
in the Veterans Administration where they get their tests for nothing, 
they leave the clinic, stop all their medication, and go to another clinic. 
These people look for a miracle, which we do not have. 

One of the problems is erroneous diagnosis of epilepsy. A patient 
may come to me for consultation from a doctor who has been treating the 
patient for an epilepsy. This happens In school children who have 
behavior problems and who have been labeled epileptic solely on the basts 
of an EEG. These patients need more clinical study. There Is nothing 
wrong with a trial of anti-convulsant medication, but If they do not 
respond they should be investigated to find out what is wrong with them 
and treated appropriately. Diagnosis of epilepsy is a clinical one. 



Dt\ Mitli<*hctp: On the reference to Ruby and the murder trial. You will 
remember that when Ruby died he was found to have a car- 
conoma with nvetastases. The Question arose in my mind as 
to whether that EEG abnormality could not have been a 
seizure pattern. There was so much disagreement among the 
e^^perts at the time of the trial that I thought when the 
news came out that Ruby had these metastases in the brain, 
that might indeed be significant. Pro not saying that 
Ruby committed murder because he was an epileptic. I think 
this question comes up fairly frequently. 

In my practice recently I was asked to run an EEC on a 
child. He had a spike wave, and he was treated by the 
pediatrician for seizures. Subsequently he committed 
murder. This was a premeditated murder where the child 
actually had a revolver In his pocket when he did It. So 
I don't subscribe to the idea that an epileptic is more 
likely to commit murder, but it does bring up this Idea of 
the epileptic personality, and I would like to hear your 
current thoughts about this. 

L^, AHeff: First, I do not really subscribe to an epileptic personality 
per sc. I think this comes from literature, especially 
f romTnstl tutlons. I think there are recent tests that show 
on the basis of personality evaluation that those with so- 
called epileptic personalities have some type of brain 
disease which may cause the seizures as well as personality 
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changes. 

Second^ I am not questioning that Kuby may have had metastases » 
but his murder was not due to epilepsy. His Judgment may have 
been psychotic^ and on that basis » It is another matter. It 
is the same with your patient. If he has brain disease* his 
judgment is not good and on that basis he may have an out. 
But I don't think we should label him epileptic and say the 
epilepsy caused him to commit murder. 

What percent of epileptics are candidates for neurosurgery » 
and of them, what percent recover without seizures or with 
them substantially reduced? 

In our experience here» probably less than 10 to 201 have 
neurosurgical lesions, and of those, the majority do wel I if 
they really have a focus that can be cut out. In our scries 
we do not have that many, surprisingly. The ones we have 
selected on good criteria, clinically and on EEC, do well. 
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Medicine and Maahines: Present Statue, Future Needs 



Erich L. Gibbs, Jr.» Ph.D. 
GIbbs Laboratories 
Evanston, Illinois 



I am pleaded to have the opportunity to briefly review the technology 
related to the diagnosis and treatment of epilepsy for such an interesting 
and involved group. The subject Is so broad that in order to cover even 
the main points I will have to generalize a great deal, but it must be 
remembered that medical technology does not operate on generalizations. 
Quality results and effective application depend on a chain of fine details. 

Of prime importance to the understanding and treatment of an epilepsy 
is its classification and the Identification of etiology. The electro- 
encephalogram provides the means of classification and, because of an 
enormous body of experience, often provides strong leads regarding prob- 
able causes based on the classifications. The confirmation of potential 
causes of epilepsy includes everything from epidemiological sleuthing and 
sophisticated virology to the complex hardware and technology associated 
with computerized X-ray techniques, but It is electroencephalography that 
provides the key to the diagnosis of epilepsy. About fifty different 
electroencephalographic varieties of epilepsy have now been Identified 
(Gibbs, F.A. , and Gibbs, E.L., 1967), each wit>. its own characteristic 
electroencephalographic appearance and pattern of etiologies, prognosis, 
symptomatology, and effective therapies, and the list continues to grow. 

It is important to remember that an abnormal EEG does not necessarily 
mean that a patient will experience convulsions or any other type of spell. 
At least four or five of these classifications Involve epilepsies which 
are associated with motor convulsions and it is also entirely possible to 
have EEG evidence of a convulsive form of epilepsy and yet never experience 
convulsions. The EEG only classifies an abnormality; the lilcelihood of one 
type of spell or another is then a matter of statistics based on clinical 
experience. Thus, we find ourselves on the prongs of a dilemma. In a 
legal sense, a i>erson may not have epilepsy until he experiences convul- 
sions or unconsciousness and medically, many physicians will not treat 
epilepsy until the patient experiences convulsions or unconsciousness. Yet 
electroencephalography malces it possible to detect the presence of epilep- 
sies which are statistically likely to produce convulsions, even though the 
patient may not have experienced them up to the time of the EEG recording. 
Since some patients with latent forms of convulsive epilepsy never 
experience convulsions or perhaps experience them only very infrequently, 
the question of whether to treat the EEG disorder in the absence of clinical 
evidence of epilepsy will, no doubt, remain hotly disputed. Forms of epil- 
epsy that are highly associated with convulsions can also produce non- 
convulsive symptomatology, such as headaches, dizziness, nausea, double 
vision, confusional episodes and personality disturbances, which can be 
severe to the point of being Incapacitating; the non-convulsive forms of 
epilepsy generally produce combinations of such symptoms. 
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When present, these symptoms are often classified as epilepsy if the 
EEC is positive and if the symptoms respond to anti -epi lepsy medications. 
Experience has demonstrated that a patient with a positive EEG and pre- 
senting with some of these symptoms is very likely to respond to antl- 
epi lepsy medication, whereas patients with the same symptoms and a normal 
electrocncephiilogram are unlikely to benefit from anti-epilepsy medica- 
tion. 

Electroencephalography, therefore, is an extremely useful and powerful 
diagnostic tool; however, the details of its application can profoundly 
alter its clinical effectiveness. We use the common ear reference 
recording system, originally pioneered by Frederic A. Gibbs (Gibbs, F.A., 
and Gibbs, E.G., I95O, 1952, . In this system, the electrodes are 

placed on the scalp over anatomically active areas of the brain with bi- 
lateral symmetry. The ear lobes are used as Inactive references for the 
EEG amplifiers. The electrodes themselves m.-' attached to the scalp with 
a sticky conductive paste, making the process painless. During a record- 
ing, which may last for an hour or more, and includes a period of drowsi- 
ness and sleep, the basic recording pattern of a ten-channel machine may 
be changed only three or four times unless an abnormality is detected 
which requires additional electrodes or special recording techniques to 
sharpen the focus. The basic procedure is designed to take the broadest 
possible sample in order not to miss abnormalities which may occur only 
several times during the entire period of the recording and also to pro- 
vide a uniform recording technique which permits the systematic 
comparison of thousands upon thousands of recordings. 

Other electroencephalographic techniques, which are also widely used 
and accepted, place less emphasis on the anatomical placement of the 
electrodes and do not stress sleep. The International 10-20 electrode 
placement system divides the scalp Into a grid based on ]0% and 2oi dis- 
tances between the bridge of the nose and the back of the head and the 
ears. This sytem docs not include an anterior temporal lead, which is 
important since a very large proportion of adult epilepsies can be 
detected only in the anterior temporal regions with such a lead. Because 
of the tremendous effort that may be required to obtain sleep In many 
instances, most laboratories perform sleep recordings "only when neces- 
sary." In my opinion, this represents a paradoxical situation since the 
majority of abnormalities are seen only during sleep and the waking 
recordings would give no Indication of what patterns would be detected 
during sleep. 

I would like to show you a few slides of some typical EEG patterns 
recorded using the monopolar methodology. The first Is a normal waking 
recording (Fig. 1). The upper two channels, which are recorded from the 
left and right frontal areas, show large slow waves associated with eye 
movement. The lower two channels, which are recorded from the left and 
right occipital regions, show alpha activity when the patient's eyes are 
closed; alpha activity Is usually blocked when a patient's eyes are open 
or when the patient Is concentrating on a difficult mental task. 

The second slide shows a normal sleep recording (Fig. 2). The basic 
frequencies are slower than In the waking recording and the frontal and 
parietal channels show runs of 12-14 per second activity, which we call 



s1e«p sptndles. These are characteristic of light but sound sUep. 
Asynchrony, or the absence of spindle activity, would indicate brain 
damage. 

The next three slides show three different types of abnormalities 
which have a similar electroencephalograph! c appearance. They should 
serve as examples of how Important It Is to record under systematic condi- 
tions and to have experience Interpreting EEG*s, The first slide shows 
the S-^t per second spike and wave of the classical "absence" petit ma I 
(Fig. 3). This is the abnormality that correlates with brief staring 
attacks, not usually preceded by any warning or followed by any post-lctal 
state. Patients with true petit mal epilepsy are likely to outgrow It 
before or during adolescence and impairment of Intelligence does not 
correlate with the disorder. The epilepsy Is coupled to carbon dioxide 
metabolism and can be precipitated by hyperventilation or low blood sugar. 
Hyperventilation will usually precipitate a burst of per second petit 
mal discharges during an EEG recording If the patient has the disorder. 
Petit mal epilepsy usu;illy responds to Zarontin and Celontin; DIamox, a 
carbonic anhydrase inhibitor, can also be helpful. Tridione and Paradione 
are older medications than Zarontin and Celontin, and though more toxic, 
have been effective. The second slide In this group shows the slow petit 
mal discharges which we call petit mal variant; others may call it the 
2-3 per second spike and wave (Fig. k) , This is not true petit mal and, 
depending upon the particular recording technology, may be difficult to 
distinguish from true petit mal. Petit mal variant discharges are not 
precipitated with hyperventilation. The typical spells In cases of this 
sort are major motor spells, often preceded by a drop attack. Retardation 
is very likely to be present. The attacks associated with petit mal 
variant epilepsy do not respond to the medications effective against true 
petit mal epilepsy; Dilantin, phenobarbi tal and others with similar 
spectrums are generally more effective. The third slide is an example of 
what we call pseudo petit mal (Fig. 5). These three examples of petit mal 
type discharges are quite classical and fairly easv to distinguish when 
presented simultaneously; however, it should be stressed that the picture 
is not always so clear, even under ideal conditions; experience can be very 
important. Pseudo petit mal is generally a rather benign disorder occur- 
ring in children. It Is usually associated with mild complaints such as 
dizziness and blackouts, although motor convulsions do occur In a small 
percentage of cases. It Is almost always outgrown without residual prob- 
lems. However, the pattern does appear to represent a transition distur- 
bance which, at the present, is not fully understood. Some cases of 
pseudo petit mal progress to types of epilepsy which are highly associated 
with motor convulsions and there may even be some impairment of mental 
skills. The three entirely different disorders portrayed on these three 
slides can be confused by poor EEG technology. If such confusion were to 
occur, the results of the EEG would be less than rewarding. 

There is a great need for more consistent terminology when discussing 
epilepsy. The term "petit mal" Is frequently used Interchangeably to 
describe the epilepsy associated with the }'h per second petit mal dis- 
charges and other types of epilepsy which produce small spells or small 
motor convulsions. T^'is can be very confusing since these other forms of 
epilepsy would not . pected to respond well to the medications effec- 
tive against the 3-h r-' second spike and wave petit mal epilepsy. 
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The next slide shows an example of the most common type of epilepsy 
in children; we call it U and 6 per second positive spike epilepsy 
because of the iH and 6 per second positive frequency components (Fig. 6). 
The fact that the frequencies may vary slightly has led other electro- 
encaphalographers to call it simply positive spike epilepsy or }k and 7 
or 13 and 6 per second positive spike epilepsy. In any case, the EEG 
appearance is very characteristic and easily recognized by persons with 
only a few days' experience. This epilepsy has been surrounded by con- 
troversy for more than ten years. Part of the problem goes back to 
technology. lA and 6 per second positive discharges are most likely to 
occur during drowsiness or on arousal. Although they are easily detected 
with monopolar recording they may be obliterated by cancellation effects 
occurring during bipolar recording. Thus, If the patient is not held in 
a state of drowsiness for a few minutes or a bipolar recording system is 
used, the 1^ and 6 per second pattern may not be detected. Another 
reason for the controversy can be traced to the fact that this disorder 
is extremely common, occurring in about one out of fifteen children, and 
it is a non-convulsive form of epilepsy. However, children with this 
disorder in their EEC's and some of the symptoms already described for 
non*-convulsi ve epilepsies are very likely to respond to anti^epilepsy 
medications, whereas children with the same symptoms, but without the 
abnormality in the EEC's, are not likely to respond to such medications* 
The complaints associated with positive spike epilepsy are basically 
those listed above for non-convulsive forms of epilepsy and when these 
complaints are so severe as to lead to psychiatric care or medical con^ 
sultation, it is sad not to attempt a therapeutic trial with adequate 
anti-epilepsy medications. 

As electroencephalography is essential to the complete diagnosis and 
classifications of epilepsy, ant i^epi lepsy drug blood level determinations 
are essential to the modern treatment of epilepsy (Gardner^Medwin, 1973; 
Rose, R,S., e^. aj^. , 1970 • 

Cibbs Laboratories, originally specializing in electroencephalography, 
has been involved with research and clinical services in the anti *epi lepsy 
drug blood level field for about five years. At first, it seemed that 
blood level determinations would reduce the portion of uncontrolled 
epileptics to a small percentage in a very short time. Now, approximately 
ten thousand blood levels later, we have developed a more sophisticated 
opinion of the advantages of the determinations. With the problems of 
technology largely behind us and the ability to determine essentially all 
of the ant i^epi lepsy drugs (Fig. 7*8) accurately, quickly and inexpen- 
sively (Gibbs, E.L., 197^; Woodbury, O.M. , 1972), we discover that only 
about one out of five patients referred to our laboratory benefits sig* 
nificantly from the blood level determinations he receives. Our exper-* 
ience has been echoed by many physicians and specialists and in some 
circles there are grave doubts as to whether blood levels have any 
advantage over clinical observation. Many physicians have heard that 
patients with very elevated blood levels were without side effects and yet 
were well controlled. There are unconfirmed reports of patients with 
negligibly low blood levels who take their medicine reliably and have 
spells when they miss doses. There is talk about plasma binding varying 
significantly from person to person, which might seem to indicate that 
standard ranges will never have useful meaning. 
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Why, then, arc blood level specialists taking an ever stronger line 
on the Importance and necessity of the determinations in the treatment of 
epilepsy? Why does our laboratory suggest routine determinations on all 
patients receiving anti-epilepsY drugs, even If they are completely con- 
trolled? Because^ fundamentally, the blood level determinations must 
improve the treatment of epilepsy since they reduce the impact of such 
important variables as: differences in individual absorption and mcta-* 
holism of anti -epl lepsy medications; drug^drug interactions; patient 
inconsistency (medications); the effects of diseases and normally 
variable physiological states on drug blood concentrations; the inherently 
paroxysmal nature of epilepsy; hypersensitivi tes, et cetera. If there is 
confusion about this new tool and the majority of patients are not 
benefiting from its use, perhaps the difficulty lies to some degree with 
the methods of application^ As with any new tool, the blood level deter- 
minations do not I In and of themselves, ensure an effective end result* 
In order for the determinations to meet their full potential, they must 
be employed within the framework of a systematic approach to the treat- 
ment of epilepsy, which includes an appreciation of the pharmacology and 
physiology (including electroencephalography) involved as well as human 
nature* 

Probably the single greatest obstacle to the treatment of epilepsy 
and understanding and appU cation of drug blood levels is that patients 
frequently do not take their medications consistently* In fact, our 
experience has shown that about 50% of all out-patients with uncontrolled 
epilepsy do not take their medications consistently and in the over* 
whelming majority of such cases, physicians believed that the patients 
were reliable. This percentage is almost the same whether we select from 
educated, affluent populations or lower income, educationally handicapped 
populations. In-patients receive their medications more consistently, 
but experience has shown that even within a hospital setting consistency 
cannot be assumed. Irregular pill taking leads to great confusion over 
the meaning of drug blood level ^asurements . For instance, if a patient 
is not reporting seizures or side effects, variable blood level results 
may lead to the conclusion that blood levels are not a reliable indicator 
of the effectiveness of a given dosage. Actually, the patient may have 
outgrown his disorder, may be concerned about his driver's license, or 
may be just lucky. On the other hand, a patient might have optimal blood 
concentrations separated by a month or more and report seizures during 
the interim. A physician might reasonably conclude that the patlent*s 
dosages were inadequate despite the measured blood concentrations and 
increase dosages or place the patient on additional medications. If the 
patient had become careless about his medications before having the^ 
seizures^ these steps might lead to even more inconsistent pill taking* 

A major reason why patients do not take their medications consistently 
may be that they experience subtle side effects such as decreased short- 
term memory or sleepiness, even at blood concentrations that may be 
necessary for good seizure control and at which more obvious neurological 
side effects are rare (Gibbs, EA, , 197^b). Since most patients are not 
aware that many anti -epi lepsy medications are very slowly absorbed and 
weeks may be required to achieve plateau blood concentrations, they decide 
to reduce or discontinue their indications except when they feel a spell 
may be coming on and then they may *'take a little extra for luck.*' 
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Patients u$uiUy ^ ^^t teU thtir physicians because that would be 
aOfl^Utin^ to seH-??iec5caticr>, wf^lch is frowned upon by most physicians* 
If a physlci^ is sensitive to this problem or discounts the sig- 
nificance of sufctle sUe effects, v^tiich he may not see^ relative to the 
threat of seizures, he Increase dosages or add additional medication 
only to have his patient reach a ne^ level of non-compliance. Many 
patients ao not tai^e tneir «aedication consistently because they are 
singly forjretfui or because their dosage schedules are complex and easily 
cor "used; ott^ers have psychological reasons for not taking medications* 
Often the solutions reqwlre a great deal of skill, understanding, and, 
fre<iuently» socJa! ser-y^ces an<j psychological assistance; however, the 
routine use of re1tat;le blooc level determinations helps to pinpoint the 
proble::^ and gaining a pattent^s trust helps to solve It, Patients are 
often ^eassurec asmc ^re c^en if they are told that every patient is a 
miniature experiraent, because of the differences that make him an indi- 
vidual » and that nooc^y can knw exactly how to treat him without tests, 
perhaps so«ae »irx>r nistai^es, and his candid cooperation* The patient 
mJgnt be encoyra9ec to report possible side effects, though carefully 
discouragec frar; being o^rly sensitive. He should be advised of the 
rate of absorpifon of ?^is arugs and what he can do if he misses a dosage 
acci oental ly* 

Failwre to «niierstanc the pharmacology and pharmacodynamics of the 
ant t-cpt lepsy cr^gs or t^e effects of drug^drug interactions Is probably 
the secpnc greatest contributing factor to the misapplication of and loss 
of faitn in anti-ep* lepsy crug blood level determinations* Most 
physicians are a«are t^.at HysoHne (primidone) is converted to pheno^ 
barbital anc pnenyl-etny l-oalortartide in vivo , but many do not know that 
a Urge nyiQ&er of ^ti*epiiepsy crugs are converted to active metabolites; 
for example, Hesa^toJn (i?^iv»nytcin) is converted to Nlrvanol (ethotoin), 
a drug wntch i*as *<ri t^cra5*»n fro*n the market some years ago* Before our 
laboratory began explaining results, we received numerous complaints of 
reporting significant levels of drugs that patients were not taking and 
of reporting negligible levels of the drugs they were taking* A more 
subtle an6 potent i ally serious probl^ occurs when a patient is intoxicated 
on an anti-epilepsy crug, perhaps phenobarbi tal , as the result of com* 
bining Mysoline and ^?5aral therapy or as the result of unexpectedly slow 
drug wiabolls?^ or excretion. If it is not understood that an elevated 
blood level ca^n result in a relative reduction of seizure control and that 
too rapie a reouction of t?^ blood concentrations can result In an Impor- 
tant Increase in seizure frequency as well as shock and status In more 
extreme cases (Gi&cs, £.1., 157^c) , reporting an elevated level without 
explanation can leac to serious complications for the patient and a back* 
lash against t^e blooc level determinations. Occasionally medications are 
reinstated or even increased following a poor response to an initial 
abrupt reducticrf*^ of dosages. It appears that dosages may be reduced prior 
to requesting fclcod level cJeterml nations in some cases of suspected intoxl* 
cations. &eca^se of the value of blood level data In managing an 
intoxication, especially ^^wr multiple drugs are involved, this course of 
action is not reco«r«ncec. 

Another su^^cJerscanding related to the complex pharmacology of the 
anti-epilepsy dru^s occurs *rf^en a patient is found to have some neuro- 
logical si<ie effects a'^tf a slightly elevated drug blood level but his 
seizures are controlled- J^emaps he is taking 300 mg* of a drug per day 
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and his level is elevated above the optimal range by K5 times* If it is 
not realized that the elimination of some drugs follows second order 
kinetics, the patient's dosage may be reduced to 200 mg. per day (Fig, $). 
This reduction might result in a blood level below the optimal range anc 
the patient might go out of control before a second determination is per* 
formed. Frequently, the end result Is that tlie patient is placed back 
on the 300 mg. dosage and it is concluded that the side effects are a 
necessary trade-off for control • The reverse of this situation occurs 
when a patient begins with a low blood concentration and his dosage Is 
increased by more than it should be. The concept that a 20-^30 percent 
change of dosage can, depending on the drug, cause a blood concentration 
change of two times or more when the patient's blood concentrations are 
near optimal levels is sometimes hard to convey, especially since anti* 
epilepsy medications have been prescribed without the aid of blood level 
measurements for more than thirty years. 

It is also important to understand something about the half life of 
the various anti-epilepsy drugs when interpreting blood level data* 
Because phenobarbi tal has often been prescribed as a sedative or acutely 
for prophylaxis during febrile episodes when there is a history of simple 
febrile convulsions, many tend to think of it as rapidly absorbed a^d 
relatively short acting. Actually its half life is measured in days anc 
about three weeks is required before a relatively stable plateau level 
develops in most individuals placed on a maintenance dosage (Fig. 10). 
As a rule of thumb, it is necessary to wait approximately two weeks fron 
the time an ant i -epi lepsy medication is started before expecting blooo 
concentrations approximating plateau levels. Important exceptions are 
tne tenzodiaiepines , which plateau in a matter of days, and the oxazo^ 
1 1 di nediones , which may not plateau for a month or more* 

Orug^drug interactions can also lead to some very perplexing proble'^s 
if they are not considered. Many of the anti-epilepsy drugs interact 
metaDoltcally with one another and more and more of other classes of 
drugs are being found to interact also. The fact that isoniazid blocks 
the metabolism of diphenylhydantoin is rather well known, but the poten- 
tial effect of less dramatic medications such as birth control medications 
or chronically employed laxatives or antacids is often overlooked. 

Normal changes of metabolism, such as those associated with pregnar^cy^ 
can also lead to changes in drug requirements (Gibbs, E.L., I574dh As 
a woman's pregnancy progresses, her requirements for ant i-epi lepsy medi-^ 
cation usually increase up to delivery by which time they may have doubleo. 
Following deliver^', they may fall back to pre-pregnancy levels in a matter 
of weeks. 

Two changes in the basic approach to anti-epilepsy drug blood level 
determinations would greatly improve their general usefulness and accele- 
rate research and development. First, it would seem important to repeat 
blood levels at two-week intervals until a patient is controlled #nd his 
blood levels have been stabilized at the desired levels (Fig. II). 
Following the initial intensive phase of medication selection and dosage 
adjustment t routine blood levels performed three times a year in conjunc- 
tion with CBC tests would be helpful. If at any time a patient develops 
side effects or has a breakthrough in seizures, levels should be obtainec 
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^104. ^i:;:?^ ^ tfSMAZs ^at ttiei ccst ecu Id be? 

1 ««t«r?ni nations can only slinpHfy a patient^s 

utjii: »it 3aFt. may fina that a person needs more or one 
mtc c tit IS arr effective level, then once he has 
•^stcritJC m *^^ci:?v^ lev#l, he may be able to discontinue 
^ rt^itit c:c^er ?ne<jt cations • In that wayi It may reduce 
ttie ^;:iit^ on tt^e wnole tl^e blood level measurements 
m tec ^mkiTfi: tfTe cxat of tfxmr^py very much* However > they 
z*wmz z^~^^ 'mdrosfm tjitt effectiveness of therapy, and 
>5fcc*^* zureit »re a big cost to the patient, I would 

5»4^ ti^ia;* impact is to reauce the cost* 

'^^-Tf: cjR^a^tW many cases in the hospitals where 
>i.^ "^dh* 'Ti:^!: ^aa sj^izures for many years, and when 

t urm-t ?*un» tne fevels are found to be insignl- 

ZMTt- T rt«sse cas^s ttiene is a strong argument for dis** 
c^s^i tw T^j zr^n^ "necicacion if the ££G is normal, and that 
^osi 4b "tufnce^ cr state systems a considerable amoi^nt 

^ic^i ^ner« e? t?i«r Dilantin or phenobarbl tal is 

1^ neii J cation Is nominal. Medications that 

55: ai*^ ^nusua? substances like Valium and Tegretol. 

^*it "tcxiS^ss are trying to recoup the extensive 

•T^**^- ivt zcsz ?s beseeming less and less a factor in 

s3T^ "^^^ 

I*^. i '^a:* jc^*"rte<J cut, a medium of control has been 
ic:^ *n cr'a mittto4 m^^s to give the patient in status 

fs^ es^i :;;u2i ^t^imuscuUr Dilantin sodium. All that 

^^Nt!! t!^at ne Dilantin became encapsulated In the 
musc^^ ^ciT« absorbed into the bloodstream* So we 
*yr*«r ^bar-reit a ^reat c!eaf through Gas*Li<;uid Chromatography. 

s i&i^^^ I O «^Qmat og r «piiy a rather exotic procedure or 
ae: nast ^^os^-tjt^s ?tavft it available to them? 

?C3S^ ta^s *^av^ ttte equipment but the difficulties arise 
T ^■rz^^'''?% ?t* because the columns and certain Instru^ 
tmsrz 3b5i«c~a^'rat* ^ns ttrat need to be set up to make the 
^9C^ cannot be cnanged easily* One runs into 

5^ 



ZJr. Gibbet 
(oont, ) 



ChcAman B» 



Dr, Gibbe: 

Chaiman B, 
Boehee: 

Dr, Gibbe: 



trpuble If ont contt«nt1y fwltchw back and forth from 
•ntl-«pnap«y drug determination* to, fcr example, hormone 
determl nations. The key to accuracy Is having adequate 
Internal standards and adequate controls running each day. 
On the whole, hospital laboratories, unless they are doing 
a great many of these determinations, do not have the time, 
money, or personnel to ensure that. 

The Epilepsy Foundation has two machines, one on the west 
coast, and one In Columbia. Now the machines will be moved 
to other places because each of these institutions has a 
machine of Its own; they are being Introduced around the 
country, 

1 live in a city of less than five hundred thousand and 
there are five machines, but only one set up specifically 
to test for epilepsy drugs. 

One should be adequate for a city of that size. The prob- 
lem is lack of accuracy In many cases. I would suggest 
that any physician using these determinations should be on 
guard If he wants to use them effectively. 

In a community with three hundred thousand people, there 
may be between four and five thousand patients with epilepsy. 

A laboratory with one Cas-Uiquld Chromatography unit going 
fourteen to fifteen hours a day should be able to turn out 
thirty determinations In that time. 
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Antt-Eplltptic Drug P»frtnl nation* 



Th« folloMtng drugs are det«rmlnftd by GIC mtthodology: 



diphcnythydantoin 

iwphtnytoin 

ph«ny I •thy I hydantot n 

•thotoln 

iMthttoin 

phanobarbltat 

mephobarbl ta) 

tnttharbltal 

barbital 

primidona 

butabarbltal 

athosuKlmida 

mtthsuxfmlde 

phansuximide 

N dasmathyl*fnathfux1mida 
N desmethyl-phansuxl ml da 
di banzoazaplne 



(Dilantin) 
(Hasan toln) 
(NIrvanot) 
(Paganona) 

(Da I toln) 

(nabaral) 
(Gamonll) 

(Hysollna) 
(B'Jttsol) 
(Zarontin) 
(Catcnttn) 
(Mil on tin) 



(Tag re to I) 
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DIPHENYLHYDANTOIN 



BLOOD 
CONC. 
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DOSAGE 
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DIPHENYLHYDANTOIN 




PLATEAU DELAYS 
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PLATEAU DELAYS 




Fi9. n 



ANTI-EPILEPSY DRUG BLOOD LEVEL DETERMINATIONS 

WHEN 



D URING PERIODS OF MEDICATION C HANGE 

AT 2 AND 4 WEEKS AFTER ANY DOSAGE OR MEDICATION CHANGE (INCLUDING BIRTH 
CONTROL MEDICATIONS, CHRONICALLY EMPOLYED ANTACIDS OR LAXATIVES, ETC. ) 

IMMEDIATELY, IF THERE IS A QUESTION OF SIDE EFFECTS 



ROUTINELY 

AT 2-3 MONTH INTERVALS IN CONJUNCTION WITH A CBC 
IMMEDIATELY, IF THERE IS A MARKED REDUCTION OF SEIZURE CONTROL OR QUESTION OF SIDE EFFECTS 



IN PREGNANCY* 

^^^^^^^^^^^^^^^^^^^^^^^^ 

AT X MONTH INTERVALS DURING PREGNANCY TO CORRECT FOR INCREASING DRUG REQUIREMENTS 

AT DELIVERY: CORD SAMPLE AND MATERNAL SAMPLE 

AT 2 WEEK INTERVALS FOLLOWING DELIVERY TO PREVENT DRUG BLOOD 
CONCENTRATION OVERSHOOT DUE TO DECLINING DRUG REQUIREMENTS 



♦ALL DETERMINATIONS ASSOCIATED WITH PREGNANCY ARE CURRENTLY PERFORMED AT NO CHARGE 
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THiS HtSrOR Y WILL Bi CQPieOANO RETURNeO fOR YOUR FiL BS 



tOOAV^ DAtt 



•»HYSICIAN*S NAME. 



IN'f^ATieNT? 



j^ATIIsNT'S NAME 



HOSPITAU 10 f. 



PHONE 



3IRTM DATE: 



SEX 



WEIGHT: 



HOSPITAL Ott HOME ADDRESS! . . ^ 

WI^T Alt MEDICATIONS. FORM Of^ MEDICATION. DOSAGES nNCtUDiNG ASPIRIN, BIRTH CONTROL PI tUS, ETC., IF TAKEN 
fttauLARLY OR TODAY OR YESTERDAY) AND ROUTE OF ADMINISTRATION, HQVV LONG HAS THE PATIENT BEEN TAKING 
THESft MEOJCINES? DOES THE PATIENT TAKE MEDlClNES RELIABLY OR IS THE MEDICATION HOSPlTAL-ADMINlSTERED 



IS THfc PATIENT EXHIBITING ANY SIDE EFFECTS FROM THE ANTICONVULSANTS? ( l,«.,R»duc«cl Ptr»plc#cUv , Nyrt^Qmui, 
Au«»n. Thick Sp#iKh, L«thM9v, Hirfutifm, Hypw^piiiia of Oumi, Bl0Q<l Ch«r>iKi. Enclt«d B«h«vtOf, ttcJ 



Curre nt clinical 

TO WHAT EXTENT HAVE THE PRESENT MEDICINES OR MEDICATION CHANGES HE LP ED? incww<l or d<N;r#*i*d frtqutncy 
Of fiJ^iU ,»p«il* more or )«ft ••vtf*, tncrMf* or d«cr«M« of fid« •ff«cti, •tc.) PLEASE BE SPECIF IC 



REPEAT Dt^TERMlNATlON; NOr , YES-D«t«: ,..,(PI»w lupply fMuttt If not pcrformiM by our l«t>or«tory) 

IF YES. DO NOT FILL OUT "HISTORY" BLANKS UNLESS SOMETHING NEW HAS COME TO LIGHT .( Lt., curront EEG, n«w 
illn«t«. etc.) 



IS THE PATIENT MENTALLY NORMAL, DULL^NORMAL, DULL, OR RETARDED? 

DESCRlBfc CONVULSIONS OR SPELLS THE PATIENT HAD BEFORE BEGINNING MEDICATION: (L«.. f|N^i«l with llp-»m»cklo9 
#n0 confuiion«l •piiod«t. ^jlmkmo-itarmg with no poft-icul aura. bf«ckouti, stomach achat with palor and occational vomiting* ate.) 



ETIOLOGY? 

WHAT ANTKEPILEPSV MEDICATIONS HAVE BEEN TRIED PREVIOUSLY (doiaQa?) AND WITH WHAT RESULTS? 



WHAT ISTHEEEG IMPRESSION? WHERE ANOWhEN WAS THE EEC TAKEN? PLEASE USE THE LANGUAGE OF THE EEG REPORT 
-IMPRESSION", 



ARE THERE ANY OTHER COMPLICATING MEDICAL CIRCUMSTANCES? ( l.a., othar di«ordarft?Praonancy , atc.7) 



HISTORY 
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Figures 



1-6. 
7- 

8. 
10, 



11. 

12. 



No legends « 

A typical Gas-Li qui d^Chromato^raphlc scan of Ant i*Epi lepsy Drugs 
using Method pHA-Tol-73* The use of three internal standards 
greatly reduces the error and makes reporting results to within 
S% routine in most cases # 

List of Anti-Epilepsy Drugs currently determined by Gfbbs 
Laboratories, 

The dosage* response curve for dipheny Ihydantoin is extremely non- 
linear and variable from individual to individual* This ''average^' 
curve helps to explain how small dosage changes can produce large 
blood concentration changes when a patient^s blood levels are 
close to the SOTL (Suggested Optimum Therapeutic Range) • Some 
anti-epilepsy drugs have more linear dosage** response curves. 

Typical rate of rise for the blood concentrations of three anti- 
epilepsy drugs. In these cases, it is assumed that •'average*' 
patients were placed on oral tnalntenance doses that would result 
in a final blood concentration within the SOTL range for each of 
the drugs. 

OPH » diphenyhydantoin; - phenobarbl tal ; DM0 «• dimethyloxazo- 
lidine dione (the major metabolite of Tridlone), 
It is apparent that a therapeutic or plateau blood level response 
to a drug change or dosage change cannot be expected immediately 
in the case of most commonly used anti-epilepsy medications. 
Blood levels of anti-epilepsy drugs will also rise slowly even if 
a patient is given the drug intravenously. 

No legend. 

No legend. 
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EPILETSI FBCSi TS£ Cm$l9iEB'S VIEWPOINT 



C*?fTsaiitj^ Professional Eduoaticn 

Jydlth tester 
Program Director 
Greater CleveUnd Chapter 
i I eps Y Fo«n4at i on of Ame r i ca 



The voiuntary organizations today are usually set up to provide two 
sets of services if tney are fortunate enough to have money, and can hire 
staff. They prcvioe social services, and also a program of what we con- 
sider to be coBWBunlty edycatfoo, 

in using the tens '*voiufttary** organizations, I mean in this instance 
non-public organizations that are set up In the field to provide services 
to individuals witn eptJepsy and their families. By "social services," I 
mean dealing with the esaotior>ai, social and vocational problems that are 
causing concern to the indtvidual and his or her family. By "community 
education/' i mm parent and patient counseling or what we consider 
epilepsy education. "Hve organizations provide education In order to change 
the attitudes of the 9en.era^ public, and education for professionals to 
give them a better wnc^rstanding of the kinds of individuals they will be 
dealing with. By "profess iooals," I mean social workers, vocational 
counselors, tcacners aoc nurses, 

U is Bjy opinion that in tbe future there will be a movement away 
from agencies provtcing direct services, and toward a stronger emphasis on 
community education and advocacy. There are a number of reasons for this. 
First, if we do our jo4> properly, in terms of community education, there 
will be a significant reduction in the numbers of individuals who need 
direct services. Seccmd, with the shortage of money, which will probably 
continue, ag^encies arc going to be really hard pressed to find community 
oollars to support their program. 

Therefore, since tnere are tremendous service networks already set up, 
with the taanpONer, the professional expertise and the money whether 
they are state agencies, other voluntaries, such as family service associa- 
tions, centers for husaan services, or perhaps a hospital complex with a 
large social service departsient — we must learn to better utilize the 
services we have, because although there will come a time when the need for 
them is reduced, there will still be some individuals who will need a 
certain nurabcr of services. If we do not use our present services better, 
we will not have the ^crsey to continue to provide them, or to expand. 

As far as community education is concerned, there Is going to be a 
tremendous emphasis cm the three areas I mentioned, parent-patient educa- 
tion, community or general public education, and professional education. 

One of the things we see in dealing with all sorts of children and 
adults daily is that very often they have gene off the track right from 
the very begi?»5ing at the point of diagnosis. Sometimes there are good 
reasons for this. For ex^le, let us say that a patient attends an out- 
patient clinic where he has to see a different doctor every time. He has 
to wait eight hours to see a doctor, and then that doctor Is allowed to 
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jBBItllA." jiB^g: 



spend five minutes explaining the actual problem: **Your ch\\6 has a se*2yre 
cli5»or<Jer, ThU is the treatment invol ved, . •Come back xa so many weeks, or 
months..^ This is what you should do.** Get back in touch with me/^ 

All well and good. But individuals have not forgotten the historical 
implications of epilepsy > and it is an extremely traumatic situation to i>e 
told that a child or toenag^jr or fellow adult is having this protolem. It 
is at this point that counsel inj is needed. It should be part of the 
treatment process. It does not matter who does it; probably the physiciain's 
time can be better used, but th'^jre must be some support services in terms 
of counseling. 

In Cleveland we have been sending individuals into a number of 
different inner city out^^pat lent , pediatric and adult out-patient cHnics* 
It has been our experience that the earlier we get Involved in counseling, 
the better. Often someone may come to us ten years latcr^ but our 
effectiveness is usually not as significant then as if we had had access to 
the people at the point of diagnosis* By providing the staff people to go 
into these clinics, we have been there when individuals are d!agnose<3. We 
aUo provide a staff person to talk to those people who perhaps have not 
seen the need to go to the clinic every time, or to see that their child*s 
prescription is refilled, because of the long wait involved. This staff 
person can explain the importance of good medical control in terms of that 
Child's future. 

We have been more mobile than some of the other individuals in the 
hospital by going into the home and seeing what kinds of problems exist 
tnere^ and encouraging the family to utilize our service if they encounter 
cif faculties with the schools or with vocational careers or with any other 
problen^s that might arise. This has really been beneficial. 

It is certainly possible that there will be individuals with very 
cor>plicated problems who come to us later on. Sometimes we can effect 
change with these people, especially if the problem is vocational or, in 
the case of a young adult, by getting him involved in a group situation 
with other young adults who have overcome their difficulties. Generany, 
however^ we recommend that counseling as a part of the treatment process 
should become a nationwide policy. Sometimes a private physician does not 
nave an opportunity to sit down and answer all the parent's questions. In 
fact, the parent may think of a great number of questions after he has 
'eft the physician's office, or in the days that follow. 

We do find that once they know we exist and we will talk to them^ they 
come back to us any time they want. They can leave a message if it is at 
night and we call them first thing in the morning. We are located in a 
facility that is open seven days a week, so people can get hold of us all 
the time, and this has been extremely beneficial in changing the situation 
of the fami ly . 

People have not forgotten r'lat we used to institutionalize, sterilize, 
and discriminate educationally against Individuals with erHepsy. We had 
workmen's compensation laws that discriminated against them^ ano they think 
this is what lies ahead for their child and tt is very upsetting to thet^. 
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po»,«rfw? ■e«;c4.t^5»^-s «?>.c r?«>- -^^-t r*«'- c-'^c ta*-^ a 

we try tc &«« t*^t ;t*cU^©«*^ « 
tc cr«*t t^e c^sHc «5> ncr«*1H «s ipo^^-i:'-* ««s6-^ arc "set r^t*-d 

*esoB ctv*t «?^nc cr jbSwU ix»ie ^Tzm.Z- "^-s we*«s csas&ias'tl* 

?.rcv"i'-5 ; -©graas ot ea*iC«t:ar *ff«rr-«- r**- ^ *v.^Ts^, :«-^t-. 

aH room ;^fcr!^:ticr tT** r'^e s<^;j«cr. 'Hs* 'se-fcc ^ 

^«r^M6»5 t*%r* f»*ve f^arc c* a "ir , rnc* «af* ws*-* 

p«i»t*c*as st«acDC:ct, if ir.fcnwBt'ofr sietff i^-r**- " -asrc a >if3-t ■ cu.la'- 



exactly is 90*^5 o*^* «sf« «3p'sa5r 't a scs"tl*« ^ ^Js^,, -* 

^acHiers an: ai*a^r« a^ges^'i^s 'i'^** si.^, r^te* zj^ s--^?* - ae -•^c-'aato 

r«f«rral ^rpc^^s zo famines, p?*t '^i^""*^ -eac- ^ ct*^?^ 

sorts caeM??s«H''C of s«rk'-ice£, '^T'-s a fwawts^ao-s "-eiec- 

If «e are to t*.t~r! ts &ocia"i «rc»«^Mt''i «c»taf t^xrs^'z'^ tc 
¥ioe ^rtaia ifci^ of 5*f%'^^ses, tssr* t^ ^t ^ ^-cspe-S cr-5«r 

to <^rQvioe t^OSe services. ^ ■SK* fSC t^.sa*.. t^^Oi ^t tTat "^^iSSSS'^ .."""iK^ 

tioR as yet. 

fcwrs-es t»eer- extr^sne'v »*e'ii**' t= -s. >s c . s > s^ t*« a-«s 



^pec ^ s^** ^^t^* ^"^^^ reterrea people to our agencies 

^sr:ci^^i^ 5nt«rn?sts> Other groups » have not 
^sDspie ^ '"^♦^ *cwrc t^at tui^eti n^ve fc^en helpful in seeing that 

^TH^it-^tianr r'ro.c ^! ^ scrt^ Qt services exist, and that they come 
zz ws. >c r^tr* m^t ^^'-'^ :'t?cnr)et:: cn the different sorts of problems 

t>^^^ ^ ^5^"^! 5: >^'?^ ^^^^ >^ the future 5s residential services* 
eseagm^s s ^se-**: c»*wf?ta! cisafti lities, the mul 1 1 ^handi capped 

*c a*rir$. % T^f-f^c ^ comffTf from \«shington on a?l the new programs, 

^-JN^ ^1 TMsa:^- ^ * ;:]i4xi'i ostnin^ back to the conmunity who have been 
se^^t zz t^: zr^ r^^ ^^^t ttecause tney simply had a seizure problem, 
's ife N not m^cerstand very well. They may have 

;;:'ic«c r a tucicn fifteen or twenty years ago because of 

s m'z^-^ xrsr r?r^ ^rtx -^o* tr^y are returning to the community, 

r^£^ 9c" H.im:: of s^r^ice^ are we going to be able to 

«^ i"^^" ir jrc ncc ^it the category of strictly cerebral 

s «z c ii*' XI * retaroen^ in terms of residential alternatives, 

nc** s^^Oi. r rr^ , «e "^iNe ^4:0; ^ rrymcer of in<{iv?dua!s brought to our atten** 
: «e c c '^'^ov ::c ^^tn because the residential alternatives 

c^aswrr ^-1* ^ czuc^e ^'acnities for cerebral palsied indl vi- 
ce's B^z « e -^ones *^Qr ?ncivtdua1s who fit into the classifi^ 
z^z OP" aeris * ^ZB^wt. ^<sq\€ planning for these individuals are 

Sf^^z «^ *cu tc CO with them?'* They have no families to 

5c s-^^c^ zz^ z>^ rrct ^aftt to accept the responsibility for 

-ct ^^^^"t z^ ar^vyjs^. * cc rot know if we should set up group 
^owrs i^z^^^ z^"' ^ '^Z'^ z^-^^ S-^ce >»e have not dealt with that particular 

at DT, *c .^i z^. "^ave t*^e proper expertise to plan for them^ 
SoRc ^ ^-^^ t^r:x.9r^ our association with developmental disabi-^ 
. r&sr- :^ ^ ziz "c: -"a^^e i>^ormation available. It is vital 
a3Z"^s Zi^^^ *«s r:: z^^^s proof em. 



^ij^t t"**f tracx:c'*ourrd for these counselors you send into a 



U^sT^ >%t ^ti^ i i.-^- le^ree in social work, another a master's 
^c*^ ^ scc'a^ *Kork^ arte we have employed a vocational 
ccui^rse ^ r a ^aster*s cegree in vocational rehabf 1 i tation, 
Sw: *e iie^^^Tfrirrg to learn that the kinds of services they 

I •'^j ar^ ^ct direct case work services. They are 
^4^1 ^ cDer tc &e advocacy, seeing to it that people 

e' 5 them, seeing that they do not get 

cjst * ^ seeing that we meet whatever needs they 

^•ic^ ^ ^ *3!TT-^^ ^ an individual. They do not always 
•iS3^ *^ i-*Tir'ess-cnabl exp4ertise» 

Jf^rzt^: * ^tr^is:* groups not as well funded, they could be 



%.To»t"*'.i304:4C ' e ^*cT steers. 




Me* Lester: 



Member: 



Ms, Lester: 



We hav« had a program going at the University of Illinois 
for three years, trying to improve the efficiency of the 
clinic, and we have been asi^ing repeatedly for someone 
with just the l(ind of status you outline as a go-between 
the busy physician and the patient* 

This was set up by two pediatric neurologists. They 
requested it. 

One of the Important functions this person fills is to 
find out why patients do not come to the clinic regularly. 
Host of the time it is because they have seen a different 
doctor every time, or because it has talten so long to be 
seen. Possibly as a result the clinics can re-assess 
their programs and malce them more effective. 

There is another big problem we are running into now, and 
that is the cost of going to the clinic. Initially, the 
person may have to gc two, three times a month, and he 
needs EEGs, blood tests, et cetera. He goes once or twice 
and runs up a bill of $200.00 or so and cannot go bacic 
because he cannot pay the f i rst bi 1 1 . He doesn't tell the 
doctor this. So now we are beginning to Intercede with the 
credit department and set up a system, educating the credit 
department to the fact that although the patient has built 
up this large bill it will taper off. We ask them to malce 
some kind of arrangement. 

It is surprising, with this new supplemental security 
Income* how many people do not realize what they are 
eligible for, or how many are turned down at the point of 
entry when thieyare really eligible. Again, that is the 
role of advocacy. 

Ms. Lester has opened up what I consider the most germane 
area of the problems in epilepsy. As we teach our students 
in medical school, and. as we meet medical groups, we are 
inclined to say that the treatment of epilepsy is this or 
that drug, this or that surgical procedure, but actually 
the treatment of epilepsy is what Ms. Lester has been 
talking about and what the rest of the afternoon Is going 
to be devoted to. 

I have dealt in public relations and public information In 
the field of epilepsy for the better part of a generation. 
Ms. Lester mentioned laws about sterilization. Not too 
many years ago, in seventeen states a person with epilepsy 
could not marry. In six states, anyone with epilepsy was 
sterilized as soon as the diagnosis could be established. 
This is in the United States. A person who had seizures 
could net emigrate from another country into the United 
States. And even to this day, how many medical schools 
will accept a person who has a history of 3-per-second 
spike and wave in early childhood? 
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.Mo. Lester: 

Dp, B, Boshee: 

M8» Leotev: 

Dr, Boshes: 



Curious ly» we h«ve had much more luck wtth industry than we 
have had with people in educatio^» who are the allegedly 
enlightened ones. So that although the Impairment Is the 
recurrent loss of consciousness associated sometimes with a 
convulsion, sometimes with an "absence," sometimes with 
a- period of automat ism, the real disability is to tal^e this 
impairment, sometimes rendered down to almost nothing, and 
put it in the context of trying to get an education, trying 
to get a Job, trying to find one's place in the social 



A year ago last March, at the Western Epilepsy Institute, a 
curious question arose. If one hundred epileptics are 
working in industry and lose their Jobs, how many lose their 
Jobs because they have had a convulsion or modified convul* 
sion on the Job? A seizure or something like a seizure? It 
is interesting that the figure is only twelve percent. 
Eighty-eight percent lose their Jobs because they come to 
work angry, they are unhappy with their families, in their 
social milieu, have had a fight with their spouse, parent, 
children, something has upset them because they are still 
pariahs in their families, and in their communities. 

This is why the subjects of this afternoon are so very, very 
important, and how important you people are, 

I would like to ask Mr. Uester one question. She spoke of 
"we" in Cleveland. Where are "we" located? Are you In a 
building, an office, at the end of a telephone? Are you 
peripatetic? Are you in one place? You said you are open 
seven days and seven nights. Where is 'W7" 

We are located in the Cleveland Health Museum and Education 
Center. It is open to the public seven days a week and has 
on display a whole city block of health education exhibits. 

How many hours are you there? 

Usually f rom eight- thi rty to five, Monday through Friday, 
but there Is always somebody there up to five o'clock seven 
days a week, and then there is an answering service. 

It is enormously important to have a place where the infor- 
mation can be started. It allays the anxiety, at least 
pulls the plug, and this is very, very important. 
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Chicago, Illinois 



I am going to take a more global approach to the problem of Job 
experiences rather than describing persons with epilepsy who have had 
difficulty finding or keeping Jobs, or listing the types of Jobs for 
which persons with epilepsy do not qualify, 

Aristotle commented once that honor is more in those who do the 
honoring than in those who are honored. In other words, if honor is a 
recognition of worth or value in another person, then honor is more in 
the one who does the recognizing than In the one who Is recognized. 

In general, we do not have too many heroes In our society. A 
relationship involving honor Is fairly rare, and it Is very difficult. 
Consider, for example, an Einstein or perhaps a Rose Kennedy. Suppose 
one were at a party and saw Einstein standing on the other side of the 
room. One would probably pause before walking across the room to shake 
hands and start talking about the weather. 

Aristotle's insight Is an ancient one. A more contemporary one is 
that of Irving Goffman, who wrote the book Stigma. It Is interesting to 
note the parallel. Goffman says, "Stigma is more on the one who does the 
stigmatizing than on the person who is stigmatized." That is, the per- 
son who feels that he has recognized something unworthy In another bears 
the stigma more than the person who Is stigmatized. 

A relationship involving severe stigma would also be considered a 
rare one and a difficult one. In terms of both honor and stigma, we are 
considering exceptional relationships of a public nature. It Is probably 
fair to say that persons who have epilepsy have encountered what could 
very well be called stigma In their attempts to find employment. I do 
not want to suggest that every employer invokes stigma in dealing with a 
person with epilepsy but It is generally agreed that there is a problem. 

How do employers relate, generally, to persons with epilepsy? 

In the employment Interview they tend to relate In three character- 
istic ways: with fear, with misunderstanding, and with prejudice. Which 
comes first? Is it fear of the unknown that leads to misunderstanding, 
and finally fossilizes Into prejudice In our society or Is It a long- 
standing prejudice that makes understanding Impossible and which leads to 
a generalized fear? Either way, what Is meant is the inability to relate 
to someone who Is exceptional, or to enter Into an exceptional relation- 
ship of a public nature. I will cite two examples. 

A young man in his early twenties was hired by a company on a pro- 
bationary basis, as was the policy of this company, pending a general 
physical examination. He had not been In the employ of the company for 
very long when he took the physical, and it revealed evidence of the 
presence of an antl-convulsant drug in his system. He had not told his 

erIc 



employer that he had epiUpsy. The ef?tploycr confronted him with the evid- 
ence, and the young man was trapped by circumstances. He tried to explain 
that he had epilepsy, to give the employer the name of his neurologist, and 
to explain that the anti-convulsant was to control seizures, but the 
employer would have none of it. He accused the young man of being a drug 
addict and dismissed him summarily. 

Another young man, somewhat older, had held a series of jobs of short 
duration, but successfully, a year or so on each job. He had not told any 
of his employers that he had epilepsy, and it had not been discovered. He 
had not been fired from these jobs. A placement counselor advised him 
that the next time he went to an employment interview, he should tell the 
employer about his problem. He later went through a series of interviews 
with different employers and was turned down. The counselor contacted 
ihe employers and did some investigating. She discovered that the young 
man would walk into the employment interview situation, sit down, and blurt 
out loudly, "I have epilepsy." Naturally, the employers were petrified 
with fear. The counselor, therefore, worked with the young man in terms 
of role playing, and counseled him as to how to present himself. The next 
time he was able to secure a job* 

These two examples arc somewhat parallel. In the first Instance, the 
employer was the one who recoiled from the relationship. He presumed that 
he could not relate to this young man and to something that he did not 
understand. In the second instance, it was the employee who recoiled from 
**--2 relationship. It was the young man who presumed that the employer 
could not relate to him and to his problem. And, in a sense, the second 
young man set up a self-fulfilling prophesy, for indeed none of the employ- 
ers could relate to him. 

What is probably needed is re-education in terms of how to relate. 
We should understand, or perhaps believe, that previous mls-educatlon may 
not really be anyone's fault. 

There are many definitions of placement but basically, professionals 
say it is finding the right person for the right job. It Is actually a 
selling process. One is selling an employer the idea that the person is 
in fact the right person for that job opening. Therefore, under present- 
day conditions, one must ask what one can sell and what can one not sell 
employers* with regard to persons who have epilepsy. 

What can one sell? One can sell the Idea that it is possible to 
control epilepsy. One can sell the idea that people with epilepsy can be 
dependable. One can also sell the Idea that people with epilepsy have 
capabilities. It is interesting to note that this last Is, in a sense, 
the weakest selling point of all , but somehow we have begun to come out 
of the dark ages, and employers are willing to accept the idea. 

What can one not sell to employers? In most cases, one can not sell 
the idea that a person with epilepsy can work with machinery. In numerous 
cases one cannot sell the idea that insurance risk is not extraordinary 
when hiring someone who has epilepsy. In most cases one cannot sell 
seizures, that is, one cannot sell the idea that if a person has a seizure 
on the job it is not the worst thing in the world. 
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In terms of placement of persons with epilepsy, the essential 
selling point, and the key to the relationship, Is the Issue of control. 
It Is axfometic in our society that people expect others to maintain con- 
trol at all times and in all ways In public. This is especially true 
with regard to strangers or someone who Is in some way different* 

Suppose one were at an elegant party and had a seizure. It is very 
likely that one might spill one's tea in the process. But the hostess 
who was uncomfortable in that situation probably overlooked the fact that 
if a person who had allergies came In and had a fit of sneezing, he, too, 
would very likely spill his tea. 

This problem of control may be the basis for all the other diffic- 
ulties that come up In so many different ways, especially with regard to 
employment. The problems of machinery, insurance, fear, misunderstanding, 
prejudice, and the natureof the stigma with which we are dealing, is how to 
relate to the possibility of a loss of control. To put it another way, 
how cloes one relate to the possibility of surprise, of something sudden, 
or the unexpected? 

In terms of the contemporary job market, employers who relate posi^ 
lively to persons with epilepsy seeking employment do so generally in two 
ways. Either they are genuinely tolerant of the possibility of seizures — 
and these people v/ould probably be classified as sympathetic employers — 
or they believe that no such possibility exists. It is a sad commentary 
on our society that the third alternative is so rare, that is, the 
employer who knov^s that he cannot have an lron*-clad guarantee but is 
willing to take a risk anyway • 

• 

What can be dene about the current situation? I would suggest three 
areas for change although there are certainly many more possibilities. 

First of all, immediate public education is essential. It should be 
carried out by docjtors via the media, emphasizing the advances made in the 
diagnosis and treatment of epilepsy. Why should It be carried out by 
doctors? Because doctors are benign. Why should it be a scientific 
approach? Because science is infallible. Why should the advances be 
stressed? Because people tend to rally to the side of a potential winner, 
someone who can benefit from the advances. 

The second area is job development. Social service agencies, and 
general community employment agencies, need to spend some of their time 
and effort on specific job development for persons with epilepsy, that Is, 
job development done at the grass roots level, contacting the foreman on 
the assembly line, the personnel manater and his assistants, the immediate 
supervisor In the office. It Is not tne president of the company who will 
hire and fire. It is the immediate supervl sor who wi 1 1 determine whether 
an individual is accepted or rejircted, admired or scorned. 

A third area which needs atte'^vicn *s that of persons with epilepsy 
then:elves. They need to underst<' t.J hen- to sell themselves In an employ- 
ment situation. It is difficult tor individual who may have been 
rejected many times to walk into a situation knowing that the relation- 
ship wili to some extent be one of stigma. But while it is very hard on 
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the prospective employee, we need to recall that It Is even harder on the 
employer, because the definition of stigma Is that It Is more on the per- 
son who stigmatizes than on the person who Is stigmatized^ 

1 would suggest a 3-D approach ~ diplomacy, dignity and deservedncss* 
Any person who has ever been employed has worked through the interview by 
using these qualities and projecting them in a generous manner. 

No one approach can even begin to remedy things, but all three, 
talcen In tandem, can have some impact, perhaps some lasting Impact, on 
the job market and job situation today • Hopefully, these approaches will 
lead to small increments of goodwill and to a cumulative effect. 

In closing, what we all need to do Is work toward changing the 
present stigma to the future honor* 



DISCUSSION 



Member: As a rehabilitation counselor In the State of Minnesota, I 

place people, and when 1 start talking to an employer, one 
of the things that inevitably comes up Is Insurability, and 
this cannot be passed over lightly* It has to be dealt 
with openly. 

The Minnesota State Workmen's Compensation Commission has 
a second injury law. People with epilepsy can be regis-- 
tered under this law even though they do not have a second 
injury, but rather a presently existing condition* This 
registration limits the employer's liability to the first 
fifty^two weeks of payable compensation and the first 
$2,000 worth of medical bills. Anything else coming out of 
any Injury resulting from that pre-existing condition will 
be paid by the State Workmen's Compensation Commission, and 
ft does not enhance the client's employabi 1 1 ty very much. 



Mev±ev: The Nebraska law has covered It for two years. They have 

no more responsibility to the disabled than to other 
employees In any careless situation within the plant. 
/ After that, It goes into the second Injury. 



Member: I thought that one of the problems was not so much In 

workmen's compensation laws but In Blue Cross and life 
Insurance. I know these are hard things to sell. It Is 
said that in order to get life Insurance for that person 
they would have to pay more, and for Blue Cross they would 
have to pay more. 



Ms. LcojlesB: What I was trying to convey Is that it is hard to sell this 
to employers, regardless of the reality. Part of that may 
be our fault. Initially we felt that workmen's compensa- 
tion did always cover disabled people on a second Injury. 
There have been some cases where the adjudication under 
workmen's compensation has not really been that equitable 
for the employer. So there has been some reality that we 



were slow to recognize, but now the second injury clause 
does make it possible to cover the employer on insurance. 



Member: 



Member: 



Ms* Laulese: 



Many times when dealing with small employers, they are not 
completely aware of this either whereas the larger employers 
will be. The insurance companies always will be. Another 
provision In the Minnesota law is that an insurance company 
cannot use this as an issue for denying insurance to a 
person and they can be taken to court on that issue. 

What is being done about disseminating that kind of infor- 
mation? We are constantly running into the situation where 
every interview situation results in no job, even though we 
have these various laws. 

It can be very difficult, even if you give an employer 
legal statements that have come out from the State of 
Illinois Workmen's Compensation, for example — materials 
that explain the law. There is a kind of mental block. 
In a situation where this problem of insurance arises, the 
first thing the employer does is consult his lawyer. He 
may get the straight story that way faster or he may not. 
It is a variable situation. 



Chairman B. 
Boshes: 



There has been a realistic problem here that we as pro- 
fessionals failed to recognize. There have been problems 
around individual cases of second injury where the employer 
had to pay. For example, If on a first injury a person had 
10^ disability, and then on the second Injury the person 
lost another ]Q%, the employer might have to pay compensa- 
tion for 20^, and that was the kind of thing that was so 
difficult. 

Ms. Lawless has entered Into a very important subject. 

let me interject for a moment and describe an imaginary 
situation. 

Here is a street crossing with absolutely no traffic 
coming in any direction. The light Is red, against you, a 
pedestrian. There Is a traffic policeman and you walk 
across that street, wave to the policeman, who nods back, 
and you reach the other side. I am sure that if you were 
to have said to the policeman, "May I cross?" he v/ould have 
responded, "Don't you see the red light?" 

You see the two problems, the humanistic problem and the 
legalistic one. This is one of the things the employer 
faces, with the patient with epilepsy. 

It is curious that the employer as a human being may be 
completely compliant with the climate that we are discuss- 
ing here this afternoon, but legal Istical ly he is held 
frequently by his insurance carrier and by his lawyer. 
This is where a great deal of education must come, and it 
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0iairman most come not only In terms of humanistic definitions and 

B. Boshea: Ideals, but In cold data: how often does a person with 
(oont,) epilepsy .foul up on the job; how often docs he get hurt on 

the job; how often does a seizure produce a disability 

claim? 

One of the problems Is definition. You will notice that I 
am rather specific in what I choose to call the individual 
suffering from this lUness* I don't think there is such 
a thing as an epileptic, any more than there is such a 
thing as a "canceric". These are people with a disturbance, 
but the ability of the Individual with this disease Is from 
genius to mental deficiency, there is no correlation of 
seizure states, seizure-like states, with intelligence or 
ability. 

Only a few years ago the definition for epilepsy was "a 
disease of the brain with recurrent convulsions altering 
the person's consciousness and behavior and ending in moral 
Imbecility." I remember when Mrs. Ellen Grass and I went 
to work on this. When we went to the publishers of' the 
high school textbooks which contained definitions of 
epilepsy, we ran into all sorts of obstructions. They 
wanted to know what proof we had and were most unwilling 
to make changes. Finally we did get many of the textbooks 
changed. It would be worthwhile to look into the latest 
edition of Black's Law Dictionary and see if the definition 
there has been revised. 

Forty years ago a patient came to see me. He was seventy- 
five years of age and was suffering from seizures. These 
came under control very rapidly, even In the pre-Dilantin 
era. I was doing research in some of the other drugs at 
the time, using big white Belgian hares. I asked him what 
he did, and he replied, "I'm an inventor." When I asked 
him what he invented, he said "Talkies." This man was 
actually the person who developed the talkies. He had the 
patents, which had been stolen from him by companies 
which shall be nameless. In the lawsuit that followed 
between Germany and the United States some four years 
later, this company paid million for the theft. If 

Northwestern had had the $100,000 for the lawsuit that 
followed we would have been the wealthiest In the country; 
unfortunately It was at the height of the Depression. 

I asked this man what he was doing now and he answered, 
"Do you see this wire? I can line up the molecules and 
give you everything you say, right back to you." This was 
In the early thirties and he had the wire recorder In his 
hands. I would buy the IQ of this 75-year old at any tlmci 
He was cheerful, not bitter, all he wanted was to be under 
seizure control so that he could earn a living and play 
wi th his wl res. 
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Chaimayi Therefore, the person with epilepsy Is a normal Individual 

Soehes: who has a seizure state* He has a right In every respect 
(eont^) to live as normal a life as possible and that means In the 

area of employment* 

!n contrast to the attitude of some eirployers, the atti-- 
tude of employees is surprising* About two years ago^ two 
workers from one of the large Industries In the southern 
area of the Chicago Industrial district brought in a man 
and said, '^Doctor, do you suppose you can cut down his 
seizures a little?* I asked what they meant and they 
replied, **He has had a couple this week. It used to be 
once every six months, and we just wondered If you could 
help him/* It turned out that this man was a railroad 
car repairman who worked under cars In the repair section, 
not on the t racks • He was one of the best they had* He 
had been on the job for thirty years and usually worked 
on a cradle under the car. When he had his seizure, the 
men would roll him out on the cradle, they knew exactly 
what to do with him, and as soon as the seizure was over, 
they would roll him back, and he would take his wrench 
and keep on working. All they wanted was for me to cut 
the seizures down a little. There was no question of this 
man not working; he had been on the job for thirty years, 
and had not missed more than half a dozen days of work in 
a) 1 that time. 

Children in a classroom are also empathetic, and they will 
take care of the little girl or little boy who has the 
seizure, provided the teacher does not panic. The teacher 
is much more likely to get upset than the children who are 
the ones who take care of the seizure. 

Somecimes the epileptic seizure is not without its 
benef i ts. 

Some years ago I took care of a young man who had seizures, 
and he came under complete control. One day he came In 
looking a bit bruised, and I asked him what had happened, 
had he had another seizure? He said, **0h, no. i had to 
do it again; I had to throw a fit for the cops.** It 
turned out I had been so successful in stopping his 
seizures that he obtained a job as a driver of an auto* 
mobile. This was perfectly all right; people with 
epilepsy have excellent driving records as regards safety. 
But this was In the days when the Syndicate was active 
here and his job was to pick up out-of-town gamblers at 
the airport and drive them to the gambling joint. The 
police had heard of this service and they picked him up. 
The first two times they let him out. When they arrested 
him the third time, they began to work him over, so he 
proceeded to throw a simulated grand mal seizure. One of 
the policemen threw a bucket of water on him and ran, and 
then opened the cell door and said, *'Get out: We don*t 
want you here.*" 
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Sennces Needed and SertHces Availai^le 



Ht. Wf Hard G. Novak * 
fxecutive Director 
Epilepsy Foundation of America 
Kansas Chapter 
Wichita, i^nsas 



Exactly three months ago today I was hired as Executive Director of 
the Kansas Chapter of the Epilepsy Foundation of America, Until that 
time, the only experience 1 ever had with epilepsy was about thirtyfivc 
years ago when a friend and I were hitchhiking across Texas. We were 
picked up by t>yo men in a car, and as we rode along In the back seat, the 
passenger just in front of m suddenly reared back with his head 
conpletely behind the back of his seat, not more than a foot In front of 
my face, and proceeded to have a grand mal seizure* Naturally I was 
terrified* \ wanted to run aod couldn*t^ I have never forgotten it, 

A few days ago 1 heard a doctor say, ^^Either epileptics and others 
with disorders are entitled to a full life of happiness, freedom, and 
opportunity, the same as everyone else, or they ought to have their heads 
pinched off in the beginning J* ^ do believe such people are entitled to 
lead productive, happy lives* I also believe that people with seizure 
problems are normal, in fact they are more normal than many with other 
mental or physical problems. 

People who experience seizures cannot be blamed for trying to hide 
their disorder when only a few centuries a^c they were burned at the 
stake in a civilized country for having epilepsy* A few centures before 
that, they were r^ftrre<i to as possessing a special deity, being som 
sort of god or angeU Does that say there is something wrong with being 
epileptic or that something is wrong with society? 

If I can bring back some memories of some of our early experiences 
at the Foundation, they might serve to re-inspire some of you as I have 
been inspired by some occurrences t have experienced in just the f*rst 
few weeks of my appointment* 

In Kansas we have begun a survey of this topic I am discussing, 
''Services Needed and Services Available*'* Ve do not have all the answers; 
our survey is incomplete, but we do find that the needs available and the 
needs unanswered vary greatly, depending on whom is being interviewed. 

If one talks to doctors, nurses, clinicians, hospital staff, they say, 
''The greatest need is to identify, examine, test, prescribe medications, 
make certain tne patient follows the directions,'* and some of them will 
say the nunt>er one problem of the epileptic 'S employment. I doubt If 
any of us will argue those points, 

sir'bst ituti ng for Mr, Hal Malone, President, Epilepsy Foundation of America, 
who was to have spoken on '^Legat Problens and Service:-^ . 




When talk to t^e school nurses, teachers, and coaches, we get a 
little closer to tne reaJ proble?^, or the problem that most of us can work 
with* They savt treat thert just as other students, that is, if their 
parents and fa^aUy doctor aUo*.^ us to* Of course, sometimes we don't 
know aU of the^r,^ ar,c **tiert a new one appears or when one has his first 
seizure* stwttiaes he >sn*s at>le to continue with the normal routine as 
his classmates ts tnat true or is that a red flag? 

A great jnar^y epileptics i have talked to agree that employment is a 
big proolein, out so najny litres when famines of epileptics or epileptics 
thetnseWes cc^ tc us for job assistance, we find they are not qualified 
for any ktnc of job, or they do not know of any kind of job they are 
Qualified for. Are we supposed to give them a job just because they are 
Subject to seizures? So^ of them seein to tMnk so* I do not believe 
they qualify just because they are epileptic, and I do not believe we are 
obUgatec to ftm a job tor then unless they are qualified for some kind 
of work. 1 say tc tr>e?*^ '*Jf you haven't trained yourself for any kind of 
work^ 1 harcly kno»^ •^'hat kinc of work to recommend to you.*' I suggest to 
then that tt>ey 90 ;>ack for soifie special training, 

ue all arear of the cay when we will have specialized training 
centers^ 4r^^g assistance anc financial assistance and all these great 
things^ but in Kansas con* t have them as yet. Nevertheless, being a 
native Wichitan, I kno*^ Quite a few employers around town, and so far I 
nave been aDle tc Help quite a few people find jobs if they were 
qua! i f iec. 

I tninv t*"at i^e "x^re we are able to educate the public about the 
facts of epilepsv, especially as regards employment, and dependability, 
the ^re inporta'^t it ^-iil b^cocne that the epileptic be qualified. It 
is true c^ouc^ *"o*i, t?^t as v^e educate the public to accept the epileptic 
arc not ciscr^-^^-ate aca^nst hir? he is going to have to prove himself 
even more quali^iec for job consideration. 

Recently^ a cane into rry office looking for a job. His jaw 
muscles were t^robbing — t have never encountered a more uptight indivi* 
duaK I ciscoverec tnat he ha'i been released from a state mental hospital 
t^e c!ay before to »^icn r^is wife had had him committed for alcoholism. He 
said he begar. crinking because he could not find a job, or he could not 
hold a jop tifnen t%e founc one* 

We aiscwssec tt*^et^er or not he tola his employer, when he applied 
for the joo, t^at ^e «as an epileptic. He said, '*Last time I didn't. I 
had a job wi:^ a sign co^^a^y. Everything was fine until I got up on a 
scaffold hanging a sigr*. The next thing I knew, I woke up in the hospital. 
Of coi se 1 lost joo because my employer then found out I was epileptic 
and wouldn't take re Dack/* 

i said, '*Yow r^ew to realize your limitations." He replied, '"Look, 
jrister, nave you ever nac a boy without milk, without food? Have you ever 
had to co^ hone ir t^ evening and tell your wife, 'No, I haven't found 
a job yet?' 1*1! anything. 1 won't take a hand-out, but I'll take any 
kind of a job»'* Tr^n { realized the s'ze of the problem, 

1 knew a tnan wno nad nirec epUeptics before and I told my visitor 
to go directly to tnis and say, **l 'm subject to seizures. l*m an 



epneptic/* I advised him not to mince words > and said that tf*e ei?^>loy«r 
may or may not hire him, depending on whether he had an opentng. The next 
day the man's wife called and said he was hired. Hts new boss hao told 
told him that If he needed drugs or food or money for rent or gasoHne* he 
would advance him fifty or sixty dollars on hts first pay^chec^c, tt was 
a thrilling story of compassion* 

How does one find employment for the young man who runs back hos^ 
because he cannot hold a job? He has lost his family and falls back on 
his parents to take care of him yet he is twenty*e5ght years otd. He has 
a problem other than epilepsy. 

How does une reach and help a lovely young woman, who is so self-^ 
conscious because she has epilepsy that she cannot look one In the eye? 
All she can do Is look down at the floor. She freely admits she is an 
epileptic* There are several things she can do, except control her cnvn 
poise. 

How does one help a middle-aged mother who says that even thoi^gh she 
has minor seizures^ she does not believe anyone else knows 1t^ even h-^r 
husband? 

Or how does one help a person who calls in and says, have a friend 
who has terrible, terrible seizures, has had them for several years, ana 
they keep getting worse. But the last time he went to a doctor, the 
doctor changed his medication and it didn't help* He is having seizures 
now during which he vomits blood, and he doesn^t believe In doctors 
because his uncle doctored all his life and died from 'bleeding epilepsy' 

We do not give professional counseling. When these people have a 
medlc>' problem we refer them to a group of qualified doctors for in many 
cases we find they have other problems much more serious than their 
epi lepsy. 

I want to tell you a little about what we have done in Kansas besioes 
the usual things like trying to help people find jobs, referring tnem for 
medical consultation and handing out pamphlets* 

Two weeks ago, after mailing out over five hundred invitations, we had 
an open house in our office where we entertained as many as we could 
possibly hold, Tha office is a medium-sized room with no partition, the 
secretary's desk or one side, and mine on the other* 

One day two families came in with three small boys between the ages 
of three and five* Hanging around was a forty-seven year old World War It 
veteran who had the right side of his head practically blown away, and who 
had bone grafts and skin grafts which left him a little hard to look at* 
He had a very unnatural expression, especially in the right eye, vihtre 
the eyelid had b>cn grafted on. He wanted to help, wanted to know if 
there was something he could do or some way we could find b\m employment. 
Even though he takes medication, he has frequent, violent seizures. When 
these two families with the three iittle boys can-^e in, ' realizec we had 
a ''crisis'', so to speak, I said, '*Jim, you take charge of these boys; see 
if you can entertain them for a while," He took these three little Doys, 
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IMPLICATIONS FOR PARTICIPANTS 



HsouQBion, Queatione, Program Direatton 

Roger Meyer, M.D, 
Regional Medical Coordinator 
Social and Rehabll ttatlon Services 
Department of Health, Education and Welfare 
Chicago, Illinois 

The exciting aspect of today's discussion is its dimension and 
versatility — things never learned or heard in pediatric training. The 
audience should be packed with medical students and allied health pro- 
fessionals. The rights cf patients with seizures were still very 
marginal when I was in training and it was not so long ago that the 
chances for a normal life were seriously shattered and prejudiced. 

Many of the people in medicine, too, were marginal In their ability 
to help people. As a previous speaker reported, even five or ten years 
ago the typical response of physicians to somebody with seizure disorders 
was to put him on medicine and say, "Come back If you have any problems." 
There were tio laboratory tests, and no follow-up. 

Most members of this audience today are not physicians, yet we 
focusea heavily on the medical aspects. This may have been a little 
heavy for the rehabilitation counselors; nevertheless, the program 
committee deserves applause for putting the conference together. 

Jhmme One of this workshop might be "Keep on Learning about Epilepsy." 
One fact that we have learned today is that S0% of the patients can 
become treatment- free and another 35^ can become much more symptom-free 
than ever before. This Is a tribute to the neurologists and their allies. 

When I was In training, we received little training in epilepsy but 
were given a very detailed description of neurologic syndromes and bio- 
chemistry. Nobody ever told us how to handle the patient or his feelings, 
and this is terribly important. The Epilepsy Foundation is to be compli- 
mented for Its excellent literature. 

One of the Important Improvements In the past twenty years, from a 
practical point of view, has been the steady Increase In federally funded 
programs which have been significant: ' increasing In the last decade -- 
flfteen-fcld Ni tcrms^of the actual dollar amount; t,he. great majority of 
crippled cr«ildren's programs Include children with seizure disorders. The 
first financial grant by the Children's Bureau was made twenty-five years 
ago. Another Important service Is supplied by Vocational Rehabilitation; 
the practice of rehabilitation of these clients Includes much practical 
support. 

Usually the patient coming to the specialist has multiple handicaps 
and problems, requiring not only diagnosis and treatment, but counseling, 
vocational training, maintenance, transportation, job placement and follow- 
up. Most of us In the field do not coordinate things well enough. 
Theme Two emerging from this meeting Is the Importance of "Getting It All 
Together." 



Industry and Insurance have shown a great deal of interest in 
rehabilitation sy^tdms<. I find that insurance agents and Insurance rep- 
resentatives are impressed with the accomplishments of rehabilitation and 
rehab! I {tat ion counseling as an invaluable Resource System^ whether 
epilepsy originates with trauma from an automobile accident or from con*- 
genital causes* 

Epilepsy Is a developmental disorder. As a pediatrician I find 
great significance in terms of the preventive implications, but nobody 
today has talked about prevention. I would like to suggest that as you 
go away, you should think of all the opportunities you have, whether in 
state government or a private agency^ to prevent epilepsy by reduction of 
trauma, better perinatal care, avoidance of infection and the many causes 
of seizures. 

In recent years we have gained the technical knowledge to deal with 
some of the problems, through automobile seat belts, immunizations 
against measles, influenza and other great causes of seizures and other 
mental retardation problems, yet epidemics of epi 1epsy**producing disorders 
continue to plague mankind because we have not applied all our technology* 

In my experience, one of the most serious hazards of an epileptic 
disorder is not the seizure but the associated emotional and social distur 
bances which develop as a consequence of mismanagement by the teachers, 
family, peers and friends^ The establishment of a national program which 
is oriented to this aspect in children with developmental disunity I 
critical • 

Robert Q* Lewis noted once that maybe the questions are more impor-* 
tant than the answers. Let me share with you some of my own questions 
arising from our discussion today. 

My first group of questions is: 

1. Have you developed your own helping capacity 
to the fullest? 

2. You have many strengths in your neighborhood and state. 
What are they and where are they and how can you use 
them in your work? 

3. How can you get the OD Council to do what it is 
supposed to do7 

A. How can you get the Welfare Department to walce up out 
of its traditional lethargy? 

5. How can you get the Health Department, professional 
societies and the medical societies to realize and 
rise to this potential? 



My second group of questions ts: 



t. Have you got things together? 

2. Once you awaken resources to your opportunities, 
what are you going to do with them? 

3. We clinicians and administrators have got to organize 
and communicate better. 

How do we become better partners with the community? 

k. Define the task you want people to get together on. 
How are you going to mobilize financial support? 

5. One of the biggest challenges Is putting money together. 

How many people In this room know what revenue sharing 
means and have tried to obtain that money for thefr 
programs? 

Hy third question is: 

How are you using the medium to "massage" your public? 
Hy fourth question is: 

What are the results? 

1. How many people are In Jobs, how many people have 
been contacted, how many pieces of literature have 
been sent out, and what has happened as a result? 

You should all begin to build In that direction. 

2. How many children with seizures are in school 
where they should be, and how many are in special 
classes and out of the running? 

3. Are the patients wc reach finding our efforts 
helpful? 

In the future wc will be asked to be more accountable. The Pro- 
fessional Review Standards Organization Is now a matter of law. If we 
spend public or private money, we must be accountable, and say, "What do 
we get for that money? How many people got better, or have found Jobs?" 

We have found that many of the children who had similar disorders 
were picked up not only very late, when It was obvious what they had, but 
were Introduced very slowly into the mainstream of crippled children's 
programs and therapy, years after they were first detected; there Is no 
excuse for delay In treatment and rehabilitation. 

The final point I would likt to make on closing relates to 




con5>ol i dating your gd?ns. Everyone here has made %om Important contri** 
button to the field or he would not be attending this important workshop. 
How do you keep people working together closely* and once you've got them 
together and programmed, how do you map out the tasks for the next year? 
One of Mayor Daley's sayings is, ^'People canU get together because they 
don^t get together/^ We have to keep people coming together and focusing 
on the issues and on what has to be done. One of the sad things today 
about professional life is that we haven't really dug down deep enough in 
our own resources to get together* 

When I served as Director of the Children's Rehabilitation Center 
at the University of Virginia, I was stopped one evening by a four--year 
old patient who happened to have a seizure disorder* She was usually a 
quiet t ordinary girl, but this evening she blocked my way as I was 
hurrying home and said, *'Dr* Meyer, have you done all you're supposed to 
do for us children today?*' That question Is one we should ponder on as 
we close here. 

Have we done all we should? 
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produces bands ef glee) t^pe for wrapping steel of turner. The band ts 
extruded from a white hot ingot and put throufih the rollers, and as it 
comes through it is covered with the blue plastic which gives the blue 
color one sees on the trucics. The product varies from small bands to 
bands that will hold pillars. 

for months they had tried to get this machine wortdng, and no one 
could work It. Then along catfie this man, who was an electronics expert. . 
He got up on the machine, the control panel of which Is about a block 
long; he had to walk through the mechanism. These are enormous gears 
«ome fourteen feet across and the temperature Is up in the thousands of 
degrees when the plastic ts applied. Pretty soon they were turning out 
thousands of yards of rolled steel. One day as the man .cllffll»ed to his 
post, he had a grand mat seizure. They studied htm at one of the hos- 
pitals tn Gary, gave htm an EEC%, put air in hts bcaln, and so on, and 
they came to me and said, '*Oon*t let him have another seizure. We want 
him back.** Then the union stewards came and said, "You stop hts seizures." 
In other words, industry was coming with an order, "Stop the seizures. " 
Not, "Is tb<s man safe?" but "Stop the seizures I We need htm." So 
some t tines you get the reverse request. Could I put this man back on the 
machine? t had visions at the beginning that he would come out as a band, 
all blue and very dead, fiut, as tn everything, there Is a middle ground, 
and the employers must be Informed of tt. This bridge Is exactly what 
Hs. Lawless referred to. 

Mr. Novak reviewed their experiences in Kansas City, and I am sure 
any of you in any community could repeat what he pointed out. Certain 
things are needed; they should be available but they are not available yet. 
There must be a continuation of the education of the community, and this 
comes down to what Or. Meyer pointed out the change in the scene. When 
t began my neurologic education, epilepsy was bromides plus phenobartitaK 
Mebaro) came in 1932. There was no control of seizures. Epileptics vere 
people who were discarded or hidden; there was nothing else to do for them. 
Now the scene is changed. Government as well as educational agencies have 
recognized that the person with epilepsy ts a source of manpower. 

Dr. Meyer pointed out what the Federal Government ts doing, the Input 
in terms of money, so that rehabilitation counsettng, agency direct help, 
et cetera, is gradually evolving; however, it ts not all there yet. Each 
six months when I am to make my report to the Foundation on liaison, 
Mr. Periman or Miss Gandy sends me the bills that have come through the 
Congress, pointing out what has been going on. Dr. Meyer Indicated the 
enormous change that has occurred on the scene, and there is more to come. 
That doesn't mean you can stop for one moment, and i think the five 
"commandments" he offered are good guidelines. 

t found myself listening today very Interestedly even though i have 
been through this many times. There Is always something new. The most 
Important ingredient that has been added to the problem is people who are 
skilled, people who understand, and people who a.*e wiHIng to work In this 
enormous task. This involves directly somewhere between two and four 
million patients, and Indirectly about twenty million of concerned relatives. 
So your target is a large one, and I think your bullets are being shot in 
the right direction. 
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Mt^H^nv! I haven't heard any diseyssion so far about dope or drugs as to 
how they affeet th@ eptteptie^ There are ^ulte a number of 
artUtes on thU at the present tiffie, and t wonder If the cHair* 
man woutd elaborate on the subject before the break* 

i^iaiman let me separate drufs from what you eaU dope; that Is, heroln» 
Bcath&s: morphine, codeine and some of the other substances that people 

become habituated to. Basically drugs are **downers** or *'uppers**, 
as the youngsters call them. Downers are the more dangerous as 
regards seizures. Notice that I am not using the word ''epilepsy*'. 

When an individual Is on drugs* particularly the barbiturates^ 
and to those may be added drugs Tke the meprobamates which are 
called MM town, EquanM and others, and also alcohol t and he has 
been taking these drugs In larger or smaller amounts, partlcu* 
larly a heavy amount at bedtime, and suddenly ceases taking them, 
he goes into a state of hyperreactlon. That hyperreactlon not 
infrequently builds up to a seizure, so that In the Emergency 
Room of our hospitals In this Center, one of the most Important 
reasons for an individual arriving In a seizure state Is not 
epilepsy, but drug withdrawal. This Is true across the country. 

Curiously, and this relates to what Dr. GIbbs said, the electro** 
encephalogram of such a person Is norma); these secures do not 
alter it. And interestingly, this type of seizure, no matter 
how often repeated, does not respond to Dilantin and has to be 
treated In an altogether different way. Now, this Is not epilepsy. 
These are withdrawal seizures from intake and cessation of medi- 
cation. This Is so Important It is recognized in Industry and by 
the military who do not classify this problem as epilepsy. The 
regulations separate It out clearly. 

The uppers, the amphetamines, Ritalin, drugs of that sort, 
ordinarily do not produce seizures. They evoke a state of hyper- 
responsivity of the nervous system to the point that frequently 
the circuitry of the brain becomes stretched beyond capacity and 
this organ decompensates and the Individual breaks with reality. 
Not Infrequently persons on massive doses of uppers come In with 
a psychotic state, usually with paranoid coloring. 

Some of the psychedelic drugs, such as LSD and peyote, will pro- 
duce hallucinatory episodes, but these are not seizure states. 
In actuality, there Is no direct relationship between these drugs 
and epi lepsy. 

In certain forms of alcoholism, after many, many years where there 
are changes in the brain, we do see seizure states. These are 
associated with the pathological changes but this syndrome Is 
becoming less frequent. Again, these are not epilepsies. 

It is curious that there is such high specificity. We are 
entering into a new era of science, of ml cropharmacology or 
ml crocheml stry of the brain that deals with this. 
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WMHdm Ferguson 
Oevelopmental Otsablttttes Consultant 
Regional Sarvkes Administration 
Social and Rehabilitation Services, Region Vtl 
Kansas City* Missouri 



We hope this will be the first portion of a two-part conference. 
Mr* Vo9t, Dr. Olson and I have discussed the possibility of a second 
meeting which will also be sponsored by Regions V and VM In this bl* 
regional effort to get epilepsy more attention. There Is a great need 
for more conferences of this type to Inform both ourselves and others on 
all levels about epilepsy and Its relationship to the Oevelopntental 
Disabilities program. We don't know when the next conference will take 
place but we do hope that everyone here today will be present at the next 
one. 

First on our program this morning Is Hs« Harclle Perrin, who Is 
Executive Director of the Nebraska Epilepsy League and also a member of 
the Developmental Disabilities National Advisory Council. 



ERIC 



86 



National md Ifoaat Mationehipe 

Hare 116 Hrr In 
Executive Director 
Nebraske Cpllef^sy league 
Epilepsy Foundation of Amertea 
Omaha* itebraslca 



I welcome the opportunity to speali to you this morning about the 
relationship of the National Advisory Council to the State DO Councils, 
the regional staffs and the other concerned groups and individuals* 

Six months ago, i could have said, "This is covered uoder develop* 
mental disabilities, and this is not.*' Now there are three bills^'up 
before the Congress, the House bill, the Administration bill, and 
Senator Randolph's bill •* all tentative bills — and nobody tcnows what 
is going to happen. 

The original Developmental Disabilities Act expired at the end of 
June 1973, and it was extended for one year, in less than six weelcs, we 
again face the same dilemma, because it will expire again. The National 
Council originally recommended an extension of the bill, for five years. 
In these three legislative bills, one suggests extending it two years, 
another three years, and the Randolph bill suggests five years; no doubt 
the final bill will be a compromise. Various national groups, including 
the consortium jf seventeen national health related voluntary organizations, 
are testifying, advising, and hopefully influencing the final results. 

The Developmental Disabilities Act is one of the most significant 
pieces of federal legislation to be passed in recent years, and was 
obviously intended to be an ongoing program. How can effective long- 
range planning be done anywhere under the present short extensions of time 
and low level of funding? 

Although the OD Act authorized the National Council, the Council was 
not established until July 1971* No members were appointed until October 
1971, and the first meeting was held in January 1972, which Is quite good 
for a federal council. Since then, the Council has met seven times, and 
the November 1972 meeting was held in conjunction with the National 
Conference of State Council Members and Staffs and State Administrative 
Agency Staffs. The meetings are open to the public, and records are main- 
tained for inspection in Room 3062 of the Mary Switzer Memorial Building 
in Washington. 

The February 1973 meeting was the first under the Federal Advisory 
Committee Act. This Act requires that each Federal Advisory Council Have 
a charter which is subject to renewal every two years. Althouch we had 
been meeting for only a year and a half, our charter was due for renewal 
on July 1, 1973. Fortunately the charter was renewed or ail appointments 
to the Council would have been void. 

Comparative digest of these bills, page 95 
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The Nailondt Council Is sofi9ose4 of twenty isefflitops appointed for 
four-yedf std^fered term. Ten of the ofl$lnel fnembers have elreedy 
rotated off» end five have been repl#€edi another five ^\\\ leave on 
Oecefl^p il of this year. 

A ^reat variety of Interests and professlonat skills are represented 
en the Council. They Include consuners, state agency heads, voluntary 
asencles, unlver&l ties, and other related professions* Five members are 
parents of disabled children. 

The duties of the National Council are to advise the Secretary on 
regulations and determine the effectiveness of the programs authorized. 
The Council does not have planning authority. In the Randolph bill the 
word ''Advisory" Is eliminated from the title* and It would become a 
planning council, which in many ways seems more sensible* 8ut at present, 
it advises i^ly. The Secretary disposes. 

In July 1972, when Elliot Richardson was Secretary, he asked the 
Council to advise him on extension of the 00 Act. This advice was 
included in the Senate hearings. %om of the recomnendatlons were as 

follows: 

1. Extension for five years with progressive Increments 
of money. 

2. Level block match, rather than one year 751 matching* 
This past year it has been 701. The block match to 
remain at B0%, 

3. Elimination of specific matches for construction In 
poverty areas with substitution of state planned 
priority for poverty areas. 

U, Minimum allotment to territories of $50,000. 

This is felt to be very important because some of 
the allotments originally made for places like Samoa 
and other territories were not enough to get the 
groups together. 

5. Delegation of authority for approval of construction 
projects to the state instead of the regional office. 

6. Consolidation of discretionary fund authorities with 
a broad base and assurance that a significant portion 
would be reserved for projects of national signifi- 
cance. 

7. inclusion of cost of land in definition of construction. 

8. Elimination of specified 7SI matching for the Univer- 
sity Affiliated Facilities operational grants. 
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i%s^;*?«4 dU^^ii^^s f®f fef5^§ei9 smsH states Into 



T^H H ff^^ft^s ds s«^t tidies there Is ^ 

»d*)tt^ i^^^o^ of t^ Of thr^ months tefore States 

kf^^ «i^t^r projects already set up through their 

c^^i^^nf j^r$ f&v'fif to fu^^d« 

?^ *tfdJt'^-» ir> ^arcf^ of fS7^t the Cowncll recw?^ 

t^at states be re^^tired to put up pjbHc tax 
^P.^r^ m n^n-fe^^eraJ s^are fristead of coui^ting 
t^ ^o^^profit a^?^€Y or grantee's iiollar as the 
no^-fe^'. Bstc^. ThU presented proble<^s to iom 
po^rif 5rov$^ «sed "Jn^kintf** services as 

t^atc^^i**? ?w^ds. If tf^e states put up this «»nev the«?i* 
$«iv€S t'^^en f«t >t back from the different projects » 
1*^.1% «*tJ*^^-c> AtowM &e covered, 

n. T»-et "i* ^e5*s?ar?art fee separated frcffi the Of^lbus 
^ea*:*" 'ej'S'acJ'On and net be incorporated In the 
^vt^'c -ea t* A^:. }n a?? f^ree of these proposed 
^;ns ;s a separate entity* 



1^ ^^e^^ f'e Ha:;c<"a! Council are not a pass/ve gro.vp. We 
cct»'*-diN as*v Mr'^v. «^ as^ei to te acr^ve'y 'nvoWed In the projects 
HattO'^a? 5'^5*i + '» ca*ce. -^as "^aopen^d. There are now $ub*con»R> ttees 

on evaUat^o*^, f^-e ^.:-*^e t**e uA?'s, tec^.^Jcal ^ssistanqe to the state 
cow'^cj^s* a-^c co^B?'^'* t» a'tar^a:*yes and ? n^t » tut * onal reform, Dennis 
^aggerty, w^c -s a neT*^' *i.A.C. a lawyer^ is monitoring the 
^atio'^a! $ ; 5?* : ca*ce ^•'c^ac: c*^ "Law and the Handicapped*' at Wot re Da^^ 
• i ve^'s 1 1 V . a*»c 1*. S»c-s^es, C'-* C'^a^man today, nonftors a project or 
^Tec*"*^;ca' ^ss"sta*ce tc ^a:*cnal Council on National PoUcy 
De*'e ^ome^t . 

Last ^ea*^, a':*rv;* a i^ta' $44.5 'rflilon was appropriated t*^ the 
^'^es ; :e*^t 's t^Z'^ez ^r-^ ZZ^ c^'t S2?.7 TrMIion v^as allocated to t^e Pa^t C 
c f^e ^c?^w^s c'-a^ts t: f^a states^ "^^e set aside for projects o^ 
Natic'^a^ S-gri^'Ce^ce *»2S a-5c ta-ten out of the $2K7 r^illlon, $o 
ap^^cx'^^ate ' * SI! . 3 ' : ' *r ''-a*-> reac?^ea t*^e states In the Pa'^t C 
^c-'*-j'a 9'a*ts. »*"a: *a:^e*ei :c t^e ^est t^e noney? 

Her^^asi^a s c-^a*: -as a^c^^t l^SZ.OCO. This represe'^ts a C'-oc 
t'^e DwC^et: -t r^ese**: *e*e' ^u^^di-^g, ^nat we have Is a co^^cert 

cr a?^ ^cea» a"c ^'•st e*o-5* rcr»e-> tc co^^ie the "glue' to get exlstl^^c 
agc^c^es tc t:;*€fe*. 

^^'^e-^s't* '*a:e: •a:'**t'es -^ece-ved $4.5 rinior^ ^or o;>e^at'c* 
"^•^e* *eec t«-te as -uc* : : e^^ca- : c* :e-e^cc research projects. 

i-cf^e" - *»a$ a**c*^e: • sci^et 'c^ary ^•'cject crafts 

•.•"cc la^ :.5 a • : • : • : es. -est :*ese ^^-^^s a^e c-sre-^sec f^c-s" f^a 



._«K ... li - " 



niM re^londl offUes and by the eentrdt office of Che OtvUlun of Oevelop* 
^Atat StsablHttes* for eximpte, for tho service projects for the DO under 
tm dyt^ority of Section ^Al of the Rehabilitation Act. 

Froffl the beginning^ there has been imich controversy aboat who the 
^e^ic^ntaMy disabled a 9 and what constitutes a substantiat handicap. 
The m}or issue invott/lng other neurological conditions has been 
eloquent iy spoken to by various national groupsi and in of the new 
^iPts other neurological conditions are still included; in others they are 
not. 

The National Council has advised the Secretary that the definition of 
tfevelopfflentat disabilities should be revised to eliminate the Ideological 
^actors ^d focus on the most substantially handicapped, defining the 
sarget population based on objective characteristics* The new definition 
^^uid be consistent with and preferable to the legal definitions which 
set forth eligibility criteria for services and payments to disabled 
peopte in other established federal programs. The following language 
Mouid it«et this criterion: 

"Oevelopmentai disabilities mean a disability which: 

1. is attributable to a medically determinable 
physical or mental Impairment, 

2. originates before the individual attains age 
eighteen and has continued or can be expected 
to continue indefinitely, 

3* constitutes a severe handicap to substantial 
gainful activity." 

Autism Is noN included In all three of the new bills. The ilandolph 
slit specifies learning disabl 1 i tiv>s plus any other condition closely 
"eUted to mental retardation as It refers to general Intellectual 
'^'^ctioning or impairment, unadaptive behavior or requiring treatment 
s;-i:iar to that for the mentally retarded. 

There is agreement that regardless of the legal definition, service 
e ig^bMity should be based on similar service needs. This is a complex 
3Swe and it iioutd be impossible to find a solution that would be satis* 
•ac:crv to everyone. 

On« benefit that has already evolved from the DO legislation is that 
'."e <^aticnai organizations representing the three disorders originally 
-amed in the Act are now malting real efforts to cooperate with each other. 

nattonat leadership of the Epilepsy Foundation of America, the 
^a: onal Association for Retarded Citizens, and the United Cerebral Palsy 
^ssociatt'cn nave held discussions to provide a basis for Joint action In 
s:eci^ted areas. They recommended closer communication between the three 
--Sar i zat ions , especially in matters concerning legislation; closer coordi- 
"a: at staff levels regarding planned activities concerning legislation; 
excrai^ge of information regarding statistics, programs and progress in 
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<iQQf4\f\^ti<in in development of appropriate public relations 
i^^^f^i^U. Increased par ttelpation by both volunteers and staff In 
i^^sE^^^'iMe <;£Miference$, Morkshops or other meetings Is encouraged* 

^ 9064 example of public relations materials Is the new pamphlet, 
^*fits ^4 figures on Ipilepsy." It not only covers the cause of epilepsy. 

on to menta^ retardation and then to cerebral palsy, showlni 
•t^^^z s^re a^e similar causes for all three disabilities. 

n^e Oe^^eloplnef1tat Olsabiltttes bill includes Projects of National 
i 5j» >* i S4Nr5ca w^.lch are really pilot projects to test or set up new pro- 

Sasad on «•« commendations from the President In 1971, from the 
"M^i cita? CauftcM, from regional HEW offices and from the Governors* 
Caunct?s in the states, the three major areas supported by 
**^^4st$ of National Significance are the advocacy projects, de-Instltu- 
t :ft^; i 3n and institutional reform (both child and tegal^, and tech- 
* z^'t assistance to the State Planning and Advisory Councils. Some of 
d^ojects Mere already in operation when the National Council was 
^z-"^^^ 4irtd in time we were briefed an their progress. 

ie^^ral activities promoted by the National Council and the Division 
:* :^e#eio{3mencal Ot'sabilities have contributed to better communication 
imisr>i] states. The National Conference for State Councils is a good 
«-«^6'e- it provided a sounding board for representatives from all the 

4nvi territories to voice their Ideas, their needs, and mai<e sugges- 
: :f«i '•*.2r i-nproven^nt. 



lome inequities in funding are now being corrected, such as the 
!5'I,MC flinimum for any territory. 

a TtemDer of the 00 Technical Assistance Liaison Committee, i am 
m'> the project of technical assistance to state councils. 
*ei^c«e"} i"-^ audience on state DD councils may have used the assistance 
-■ i ji-ouo. This project was established at the University of North 
J-- vi ^nje'* the direction of Or. Donald Stedman to develop and deliver 
i-i."'" :a' a-isistance and consultation to the state and territorial DO 
:u > . 



*-e src.ac: assists the councils in their tasks of program planning 
i<* : 4/4 ^iz'^zr, program management, information and data dissemination, 
}<* : :<* «<a ' :cmental disabilities educational activities. The project is 
i'lm - i-.i'i:! t*irougn the central staff in North Carolina, and they have a 
■*.*: tr i iu^iicry Board, a national talent bank, regional teams, liaison 
« *s:e-*a' agencies, the National Council, and other public and private 
z-iir :j: 2^5 ;-i!;erested and related to the developmental disabilities 
: '^«: •am. 



1 *ee-:-i a-ssessment is conducted with each state 00 council and its 
izi'' 5 activity Includes a tentative technical assistance agreement, 

<*f j •.•e-^ f-e/^ewed In tiie regional office and by the technical assist- 
ir :i i'.i''. *'-'e assistance given is tailor-made to meet the particular 
••44:5 4*-;:* statre council. An expert from the talent bank can be brought 
• z'Z' :e ar-* needed expertise. At any point, If the need of the 
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^wufici! answered or chang^^i the contract can be terminatedi a new one 
^i^fniifitad, Of If the state counclt feels there Is no more need for tech* 
lic^i Usance and they feel they can ^*go It alone»** the contract Is 
z^rr^in^ta^ and Che whole process ends* But the state councils must 

thetr need^ openly tn order to utilize this assistance to the best 

To fortyfive States have used the services of the technical 

i%i'>t<inca ^y^tem, and the more sophisticated councils have negotiated 
>^/e**4i iiffarent kinds of contracts with them, 

June $973 » the chairmen and staff of the state 00 councils were 
tea to i^eet with the National Advisory Council* About fifty people 
ir :tfMaea»reprtjsenting nineteen states. They have continued to meet* They 
i^iana tne open Mational Council meetings and are now formally organized 
invi -^e^: tr^e day before the National Council meetings, staying on through 
: Council meeting* This is an excellent way to l^eep communications 
^ofs*^ :}etwe«n the centra' office Staff » the National Council and the state 
^:/ ijunci 1 repr^^e'^tat t ves. The National Council welcomes their help and 

I nust be stressed that although the National Council does advise 
:<3v;retarv and we do have his ear — Secretary Richardson was very 
-:i.4a: to suggestions and recoiwnendat Ions the locus of power remains 

t-te ci : i\!en/consumer level* Congressmen respond to the needs and 
^i;^es::i thetr const! tuents» and the Council can only advise* 

^anv states are developing new and creative approaches to provide 
•i'/ "or the deve lopmentally disabled population, an example of which 
. > jrctective services case management system. Some of the most 
f«c : -jy arci innovative projects on the national scene are being developed 
r. t'-e ocat ievel and f would like to tell you about one our agency Is 

- ^; ve^: in In Nebraska* 

^ v jaruarv !?71^ when we formed an Ad Hoc DO Council In Nebraska, 
:^e-a i.as some 'existence to the new concept of state and local agencies 
■*<:^^ :.:ijetner, although f personally felt It would add new dimensions 
^/I'i-.'one s iervfces. As time went on, more of the state 00 council 
iccactea the idea, and in fiscal year 197^ the Nebraska state DO 
: e: ^'o'* establishing information and referral systems In each of 

5 anring regions across the state. In Region 6 (the five 
»4 ^ t*^e riimediate Omaha area, with one- third of the state's popy 
1 , -^w acger'cies combined their efforts to identify the develop- 
-e-^ i V : >ac!ej population, locate the services available from area 
i^^ev: , cover dup 11 cot tons or gaps in services, and set up an 

- i-'-^t^r. :r an.:2 '^eferral system for the developmental I y disabled population. 

^ z^rc-eners » /e service directory is being developed and information 
: :je?ni-!aced to the public through the various news media. The 
1 ^/clveci are the Nebraska Easter Seal Society, United Cerebral 

-i >ana, tascern Nebraska Community Office of Retardation, and the 

{j-*ecsy League, 

«-e^ -ese'^rat i ves from all four agencies first met it was difficult 




10 relieve tH^y viere all there to cooperate, fewt injseee si^^-t. 
IS s^ork'n9 out. It has been an exciting ^nd challenging tr&Jext* i-i t^vi:* 
so that we are now busy planning outreach, fo! low^atc*f»| ttsj igsr^'S x?* :^ 
the project^ u^ing the Information gathered to prpvi^le nm Ss^ti^^ ^^""^ 
vtce$ for the developmental ly disabled. There U e fre^^t ©psst^?4^^ t« 
"Utch on" or *MocK into" existing services* many ©f thfjir nivs:* 
adequately funded than developmental disebnities, anc t*tt :^ i 
cc^rehensive program for the development ally siieblec cM^c ^?^'t 
t^en comes from many sources* 

There is a clause in the original DD biU whic^ ^e^io 'I't ^^zi tJi^ 

Jicate services* Pind an existing service e^^d wo^'K a c*^: i:i|stiNt* 

^^is is what we have tried to do* We have had tremenoD4.*s t **^:m 

state 00 staff and from filH Ferguson and the tec^^'^ica' jtfc^t^ :eifi^ 
serving Region Vtl of HEW. 

There is a built*in evaluation in these projects, ^ s^'t 
Cy tHf* State 00 council and staff every quarter* ©n(? we s-s,t ?rtja*^ luf^ 
e^atuations. Each of the four agencies is accou^^^tet ^e t*»f i?:: » t 
it •^a'l^ agreed to provide, and this is probably one cf t^e c^'it*^ ^ 
a^e responsible for the money that we received ancf *cf :ne r.fj 
>3i :? #ie would provide. 

Several agencies are now in the talking stage ubOwt a : r-^-fri 
-"^-•.ec: «hlch iwould include all types of deve lopmerta c'i-eit : ti 

i ^ould like to close with an excerpt ^ron^ the 5»e::em:tf '5*; 
Hit >c^ai Spokes"ian , the monthly publication of the £c:>r'iv 

I C3. It i s f ro'^i an article written by Jan De^^ocrc ^ ^ v:uj*»: v^-j^^^t* 
Cjli^ornia who has a successful career oesp^t a** i^ct ^'i it 
s .^''^tjr . Miss OeMoor says: 

'When discouraged myself* I read the fcnovv'*^'; c^ji::^: 
'^40 '^an is entitled to sit back ar^c oecU^f "it * 
defeated. Fro^'^ the ci rcumstar:Ce£» ' '*^:)^ * f 

acillties, his insufficiencies* ^^s cc'-^^ape ^•■c ^ i 

'''ear^, from the strength of his jcv a^^c the €>:.*'t :* • ; 

oairi^ ^e must weave the pattern a*^c te^tv'^o i m 

fulfilled. If he refuses » he anc e ^ ' " e ^'f ''^^v^'*^ •^e 
ti] 1 1 te defrauded. 



To add to your mention of the r^'e'^ts c*^:-*-:. »»f 
forty-ftve parents' orgar- i rat ^ cc-ie^*-: i -5*: :k: 

wit^ their own directory, a-^^ctatec a*^: *:te».t: :^ 

proc^le'^, all developed Ir t*^e -ast ^ • ^C£*5 *i*t 
:Jevcloped annual work^shops. i< ^''v^c^s ^ t**ti:'ti*f 

:De'"atIor financially, ^^^t ai^ a :^ r-t^wf • • i 

w'^beatable. We ^ave ras^ec ^ec s'at a*^: tctt: s: it*: 
:c t^e Board o*' Educat'or, a-c i "€c ^ 

^eoc'e need tc ^a\e ratie*"ce e**: *et: : *: t '•f 
*"a** ^^cacced grcups togef^e*'. '"-^ :':^€5: : 'i't 



to be feette? partner^ •St'*' ^t^^ts- 

It Is s© tf«e» m& «very ®refi -t* ^"^^^ 
own s©1ut lefts tfi6t CS3^ fee n^rfc^f 
The pfoject I talked «*^t '$ ts *«'^?' j^-^ts 
Jns«a?5ce» a with ^^i^jfff, "ris^ftt ti S'^bk2»^ '•^is 

h^^1e<S the pr^lefs ?s t®^ fr^ ^ « 

cefttral office and sSlpecto?*v i^^t t*tts« 'in* " ts ^ 

>. Meu£T: It >s clear that services t^sUcj's^'^t-.j ^ j.2»«3?:s 
t^tem aware what 

P^rrin: They have realized across the c^^t^i^ t.^^at i^'* j'^j: 
needs to 9^*d4e the profrsff ftt e-^^ t^t ;*^uit'5 «^ t.: 
provide thit informal The tr^^t^ '^*a: Sf^<l''»> wf^* 
the state fomu^a grer^ts^ \% tc ^^mj i^^^it^ ""tt'e a^^Ject 
here or there that w&yltf fee sr. enti^^^s^ s^^-^'ces 
but to funjj projects that pr&ciisce t>e'*i'c« states ie^ 
a project <idesh*t have a broarc -n^a^ct, "t z*^^^^ * z 
funded* 
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«t scrat Oft* 
Javits Snt Randolph Bfl 

'*Z'S s.jon S.3378 



t «-3 



ca^^ge to tn« 
c!«^e autism 



includes autism and 
lities plus "any otr 
closely related to m 
as it refers to gene 
functioning or irnpat 
behavior or to requi 
Simi !ar tO "...MR... 
before age I8t lasts 
Mhich constitutes a 
to such individual 's 
function normally Ir 



yes 



no 



i-^u'a State Plan 

asswrances re- 
'a c«i '^g use of 
sc<Te fwinds for 

c'uded i!^ pur- 
ecse cUuse 



Title 1 1 , Part A set 
standards. Fart B 
Federal matching grr 
I ic faci Uties up tc 
the basis of a Stat: 
5 ye.irs, instilutlor 
standards, it will ^ 
receive payments dlt 
under arfy Federal I 
necessary are authOi 



- *«t« 



- » 



•4' 



ro 



no 



Administration 
Javlts Bin 
S.30I1 



H.R. 14215 



change to In- change to In- 

clude autism dude autism 



no yes 

75- 101 of Formula State Plan 
grant assurances re- 

76- 30^ of Formula quiring use of 
grant some funds for 

this and In- 
cluded In pur- 
pose clause 



yes no 



Randolph Bill 
S.3378 



Includes autism and learning dtsabi* 
II ties plus "any other condition... 
closely related to mental retardation 
as It refers to general Intellectual 
functioning or Impairment In adaptive 
behavior or to require treatment 
similar to "...MR... which began 
before age 18, lasts a long time and 
which constitutes a severe handicap 
to such Individual's ability to 
function normally In society. 



no 

Title 11, Part A sets forth (JCAH) 
standards. Part B provides 75% 
Federal matching grants to bring pub* 
lie facilities up to standards, on 
the basis of a State Plan. If, after 
5 years. Institution does not meet 
standards. It will be Ineligible "to 
receive payments directly or indirectly 
under any Federal law." Such sums as 
necessary are authorized. 



no 



I tern 



H.ft. 14215 



Admlnlstrdtlon* 
Javtts Bfll 
$.3011 



to. Funding for National 

Signtftcancft Projects 



11. Regulation 

12. State Plan Submission 
13* Federal share 



1A. State Council 



ffllntffluin of 30% of 
project grant funds; 
I.e., $4.5 million, 
leaving $10.5 mill- 
ion for project 
grants 



75% for FY '75 
FY '76 for all 
activities 



and 



as present law 
up to 10% of 
Formula grant 
funds 



70% - FY »75 
60% - FY '76 
50% - FY '77 

for all 

activities 



Randolph B 
$.3378 



up to 10% of Pormi 
appropriation 



general regulatlor 
after enactment. 

180 days after en 

70% - non-poverty 
90% - poverty arec 
66-2/3% - constru' 



••Advisory" remove- 
given great authoi 
over Implementatl- 
agencles; shall p. 
Plan and monitor 
Implementation, ar 
Governor. 



115 



t 



Administration- 
Javlts BUI 
S.30tl 



onal 
rojects 



minimum of 30$ of 
project grant funds; 
I.e., $4,5 minion, 
leaving $10.5 mill- 
ion for project 
grants 



as present law 
up to lot; of 
Formula grant 
funds 



ston 

755; for FY '75 and 70% - FY '75 
FY '76 for all 60% - FY '76 

activities 50% - FY '77 

for all 
activities 
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Randolph Bill 
S.3378 



up to 10% of Formula grant 
appropriation 



general regulations due 60 days 
after enactment. 

180 days after enactment. 

70% - non-poverty areas. 
90% - poverty areas 
66-2/3% - construction 



"Advisory" removed from name; 
given great authority and control 
over Implementation by State 
agencies; shall prepare the State 
Plan and monitor and evaluate Its 
Implementation, appointed by 
Governor. 



Administration- 

Javits Bif t Randolph f 

Item H.R. \k2\$ S.301t $.337C 



tS. Evaluation Requires Secretary 

Congress 18 month 
on evaluation syst 
shall tnqi>tefflent ar 
system compatible 
one. Must cover : 
on consumers, Stat 
benefit ratio. 

16. Study Secretary shall determine: 

(I) other neurological condi- 
tions to be included in pro* 
grams and within 6 months 
after enactment report to 
Congress what conditions are 
and are not and reasons for 
each decision. To be re- 
viewed annually. (2) Secretary 
contract for independent study 
to determine If the defini- 
tion is appropriate, If not 
what and reasons for inclusion 
or exclusion; and adequacy of 
services under other Federal 
program to those not included 
within the definition. Report 
due to Congress 18 months 
after date of appropriation 
for study. 



1.17 



Admlnlstratlon- 

Javlts em Randotph Bill 

H.R. $.30)1 S.3378 



Secretary shall determine: 
(I) other neurological condt* 
ttons to be included in pro- 
grams and within 6 months 
after enactment report to 
Congress what conditions are 
and are not and reasons for 
each decision. To be re* 
viewed annually. (2) Secretary 
contract for independent study 
to determine if the defini> 
tion is appropriate, if not 
what and reasons for inclusion 
or exclusion; and adequacy of 
services under other Federal 
program to those not included 
within the definition. Report 
due to Congress 18 months 
after date of appropriation 
for study. 




Requires Secretary to report to 
Congress 18 months after enactment 
on evaluation system. Then States 
shall inclement an evaluation 
system compatible with the national 
one. Hust cover services, effects 
on consumers, State intact and cost* 
benefit ratio. 
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Oev«l^m»ta1 
Oisabi n :ies 
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Effective Jul* 1 
Is eliwinatei! fr 
»*e«6ers sftclsrfl^ 
and 15 «wf^ter 
«>»»c^: at least f 
suRiers. at 
year — its iftSt 
90 says after 
to Secretary 
on i.*ve developrafc 
of the pro§rm. 



Administration* 
Javits Bilf 

s.3on 



Randolph 61 1 1 
S.3378 



Effective July I, 1975, "Advisory" 
is eliminated from the title. 
Members included six DHEW officials 
and 15 non-^Federa) employees of 
which at least five shall be con* 
sumers. Heet at least twice a 
year — Its Initial meeting within 
90 days after enactment. Report 
to Secretary and Congress annually 
on the development and evaluations 
of the program. 
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Sefvi^^aa fop the EpilepHo: Bpeaking Sarriere 

Phinip Renntck, Ph.D. 
LaFayette Clinic 
Detroit, Michigan 



3jn Chisf Psychologist at the LaFayette Clinic where I have worlted 
n«- !^ Mizh eptleptfc patients. 1 also worit at the Epitepsy Center 
♦ IS the Director of Psychosocial Research, and represent the 

Ut^is' 211 the State Council of Michigan frow the consumer point of view. 

thought t might take this opportunity to explain to this group, 
msr-t *»ttom (nay not have a great deal of knowledge about epilepsy, what 
i.ane zrt^ psychological and social service requirements are for these 

ef»t$. 

*2u ^teard yesterday that epilepsy Is a disorder of the brain; however, 
: i tec a?<*#ays associated with brain damage. Sometimes people with 
43 aa-iy lave seizures but never know the intellectual impairment which 
^ i-'ten a consequence of brain damage, in about half the cases, epilepsy 
^ar 3e sasn 43 a disruption on a temporary basis of the functioning of an 

S4 good brain, whilst In the other half of the cases. It is con- 
t«it4ti #::!^ (Tiore or less severe Impairment of other brain functions, such 
«i Mgence. memory, capacity to pay attention, language skills, and 

i Tt 2' acci>fities. In the latter instances, the people with epilepsy do 

i<e-/ ces similar to those for the mentally retarded or even those 
• *.*• ^"aa^'a! palsy. 

: nus: also be remembered that sometimes epilepsy affects primarily 
fc:-i4 z^rz'i <:f the brain which have to do with feelings, drives, emotions, 
nr: is,'ec:s of personal I ty. The person with epilepsy may have a funda- 
ne-:* 3 2^ agica! deficit In his capacity to organize these emotions and 
.ii . •^at, together with the fact that having epilepsy in our society 
:'«it*» ar-und the individual an environment which Is highly conducive to 
!M :e<e 2emer«t 0^ emotional problems, suggests that there ought to be a 
'i • itncur: z' psychological disturbance In the person with epilepsy, 
•.»:;««.:en; any intellectual impairment. The evidence Is that this is 
i : 

5 -!c Such a thing as an "epileptic personality"; there is not 
nuo icnancra'^ty of symptoms. We have found that each person with 
fzif 5 ar aesolutely individual case and has to be looked at care- 
*. • :: 5<fte *cw the disorder manifests itself In the particular Instance, 
'.J psychosocial circumstances of his life. When this is done, 
v: «':-:c- ate eai-iy intervention occurs, many problems are reversible. 
>«e -.-e-e'-'i'e not be surprised if the person with epilepsy has 

'Mie^ts fa: differ from those of retardates. 

5*. -.f.; / ^rge that the Developmental Disabilities Administration 
:»e :-a: :'e epileptic person generally has no other advocates in 

•♦ir« :«: *-mer : . Oevelopmental Disability may be the hope for the 

:crt«'': 3«-< ces which can alleviate or even prevent the psycho- 
i :.:r :.:m -.arts 0^ this disorder as well. 
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i <«>!! f^ext outtin« Mhat are some specific services In the psycho- 
«}rsa that are needed when the dtdQnosis of epilepsy occurs, and 
:nen jitcass hom %aim of these services might be established. 

«^en a diagnosis o^ epilepsy Is made there should be an evaluation 
3^ :.ne psychosocial circumstances of that Individual. One should get 
' i sne notion, once and for all, that epilepsy is a purely medical 
ti border treated very simply by medicine, even though we may put out 
i aictare for the public to reduce the prejudices against the person 

^'jonc statements concentrate on the view that, other things being 
mna'' , a gerson with epilepsy should be treated like anyone else with a 
i rcQ ^ snysicai disorder, but we ourselves are a little schizophrenic 
itscut We have to put it in our statements to combat the terrible 

ces and sti9ma that exist, but when we are talking about program 
iaooort and reat needs, we have to be realistic. We have found that the 
I A^nosis of epilepsy in the first place Is almost always a catastrophe, 
-rat v^'-* for the individual but for the family and that appropriate 
'r:a^/enc?on at an early stage based on realistic evaluation of the 
:n4''ac:a''istics of that individual can head off the long-term consequences 
f^c catastrophe. 

*nat is another p-lace where epilepsy differs from the case of mental 
-3ac ion. It is possible to prevent many of the bad personal -soda I 
:cinitsauencas of having epilepsy much more thoroughly than in the case of 
i '«rr:a''y retarded child, because one knows that such a child will have 
:: 'or a long time in the family circumstance with a disorder which 

:ar 3« a'eviated but not really modified to any great degree. 

':c 2^*en» a person with epilepsy can have his seizures controlled 
:u-r s: "lave terrible psychosocial consequences. You are probably 

:"ie Kind of superstitious dread with which epilepsy Is regarded 
t <cme 'ami'ies. We have many case histories in Michigan where on talk- 

irte *am. ty we discover that they think their child with epilepsy 
-: iioe "natural 'y affected; that the thing is a consequence of some evil 
icz :''e oarents did once in their lives, or some other retribution. They 
'ave i < -!cj of -nagical, superstitious awe of the disorder. They regard 
:*e ^ i ration by an awful divinity as a cross they have to bear, and 
i'« net sure they should even take any action to make the child 
3ecausa they think it is something they are supposed to put up 
, *He '•e-'ex, therefore, is to hide it from the conmiunity, even to 

3c It tne'^ f^ey do not try to go out and get the services that are 

:b/ :us ' V ere child growing up with his family feeling that way about 
' - 5 3c —g to 'nave a very distorted development, and this Is a case 

jecant itervention with the family to combat this superstitious, 
:aH:-\*ct nonsense is so important, by explaining that it Is a simple 
:a i scr-ie- o^' the brain, that we understand a fair amount of its 
:eo :t3v ma t-eatments and that it is no visitation from an awful divl- 
« i < t<3 0^ thing can be a tremendous help in the natural 

;a .<» ;offlert t.^e child, but we have found that It is not easy to do. 
- MKas 3 3'9at deal of patient work and family treatment in many cases 
:e- Jea across. 




M addition to tha^ evaJuatiof* of the family attit^^t tc tnt : . 
th* individwal himself needs a good psychological wor^^wr. f*^** i-^i^^ 
Individual w<ith epilepsy experiences so^e tfeme^s&w^ :*^i%in»i?E ti i^znt^ 
as it occwfs. His school friends start laughing at ^^ff, o sti^ti 

''ejecting him or treating him In a very inappropriate fe1^t tnti^e ^-^^^ 
ccnsedwences within the individual. We have, there^^^-e* tc em:»^^'i re wr^ 
assessfl^nt of the enotions, conflicts^ and feelings (the pf•^i.^^i t* i 

tna individual, in order to understand how much worii :*t 
'»a&*ntate him toward a more normal development. 

In addition, one has to do the usual psvchologi ce' &ss>eu.m*'^: :* 
''•tellectua! endowment of the Individual, and find out w^'&t i t.»:«s 
are. There is one special thing that has to be done t*>t t^i^e 
eci'eesv that not everybody knows about • There shoulc be e^e :y* :* 
:^e psychological def id ts In a given individual with ^p; , ti* 
-whether or not they represent some of the effects b^^e'.r Deni£j^ , 
decawse this is often an in^ortant factor in diagnosing enc tt^a: 
oe^son #^ith epilepsy, ts It one of the ideopathic eplieps es 
consequences of or no association with an organic brain oam^^ s%'*:*tJt?E. 
or Is it one which is representative of a syn^>tom of enct^e*^ ^^^^^i 
disorder which might lead to Other symptoms of brain dis.oroe'^. 

Over the past years specialized neuropsychologics^ tests ^^g-^t vtf^ 
developed, which will answer this question. We do not >.hov^ vt: •j^v. ' 
t-^ese tests predict success In school or other practical mattt^s tvt 
:nay do contribute to the diagnosis of **organic or non-or^fe* :, :nt 
Disis of the epilepsy. Many major medical centers have ne^*"tiri^c^: t^r* 
•asoratories wnere a full comprehensive neuropsychology ca' wf-*vr tir :»f 
ic^e; t^ere are also a few '*qulck and dirty" psycholog: ca' testi t^k * 
::a^*age ^-nich can do more harm than good and should be avr'oer. 

The 3iagnosis of brain damage as well as epiiepsx ca*^ o: nc*e •^.i*^ 
:c :he afflicted child than good, but it depends on the : ' 'c.%imi :.f i 
example, In some states even to this day, a cnl's v^':^ u-:t-^i 
5':o^ems, or motor coordination problems, cannot get >it ip%t t 

asses or remedial work programs for ameliorat'on c*^ t•^e^€ r^^rit frtnj 
*e is laseled by a physician as brain damaged* in a :a*?t *^jm:#e* tiiti 
t-^e '•ewrologist does not find anything really concrete a*'-: oe.M*:i •iti* 

#»**at t*^e psychologist says. In those cases where t^e : a?*«:*i i " t^-t 
De "e'o^wi in terms of what programs are availafcle one ma^ ^^^t ♦it 
> :*e ct*^er hand, one must be aware that in res^p^a*^ :>is€s. tfti-i-MM 
'"t ! s a *<aste of time to work wit*^ soneor^e w^: ••:&'^fi:tt: 

>e 0^ the services that is necessary as soo*^ as :>:'Si : t 
e<a-^a:io^ is wnat I would caU probte?^ ^i'^-c'^^;. ''i^'t n: 
te^'s -'a'^ing the diagnosing physiciar* awa«"e t*^e i 
se;-e'^ces the disorder^ and have some r'ace tc w^ ' '.f :if* • i 

zai e-^t ^o" a good Iook at that side o^ f^e c^cr^^e^. 

"•ere is an c'd tradition among •^e.-rc'Dc sts :* icie -^t^rct-^** 

■ *a^f cases "."at is one of t^e fca''--e"s t: r-e vt- :: ' 

•*a»e : ^cr tcta' case -^a^age^^r^t a^^v -^c^e. *e "c.t c : : -m 
*e^'"w-:g*st ' ^'C'^igan, in o'^e t^e -"**"S :e : • €3. 

*ecs» as a soec^altv, and ^'cr >ea's ec :: t ' 
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ZQCk h«f into '^H o^Hce as a Ktfd c' coj'^se'rv "tf : sj^-i'^s*^-: :*« 
^ir%t f«w ssc^t^^s t^d? tft« patients tc •^tft ^f hi ci"*', * «.s3 a 

d»$dr(j«r and its cw»seQu«r»ces ^66 tota^ ■» 'c-'jc:!*" r 
tf»«a5, Of '>d<J fRi swft^rsto©^. ?t fe«ca«e o*^ c' ^ s » 't I *«l^irs*i I : «s 
to 9C ov«f d«d ov«?* a«d over again the fcas"c 'ectt i 4.:*:«* • :* 

tn« jatieftt» a procass «hic^ t^e newol&j- st *'mt'' z z *>;: "4*^ *. w 
do. 

^ have fouf'd t*^dt i^ ©p>e can get eer'\ ' :i* :*« j^-cr^c- 

socia^ side, a«e can nelp the patient sc ^^"^ nwc*. ihfe':*^. iJ*« 
sofflB »tind c^^9oin9 nelationsnip bet»^e* t>*-<i t 6*5 •«a *• 

mergers to ensure provision 0* psychosoc"*' fce**'ifci a: :m r^t -.m- 
ca.*! do tne ^st good. 

Once the evaluation is.maoe anc it ^$ t'es* t^ft 5-^ :":c *Trs * 
*a«n;!y af!d in t^e individual, one must set jr « s*'ittn x::'*!*-** ••j, 
foHow-along, or re^erra^ ^or patients •*:th e? ■■«?£». *• ^ - ** 

cc'»e'*ed i'* Michigan that this reeHy wo^^i &est «s •^i* si«: i' 5*3 
*mo have at Uast sofne add'tione' t''e>^n5 er""er5»- W*.s: n: 
example, in the Epilepsy Center of wichiga- •$ it :s^e ^ltw^-j^ 
**^c are >*orkih9 out in various cities •'■f-js* s*r f :*« 
Epilepsy Center for three or four days 0* '-te^s ve, ^c-*^**:!: :*i * 
;.-! t»^e Sasic facts a&out epilepsy, ^acts Wc- f«v p&'^i-i . •c: ♦•cw 
oecause th«y were not '^^de availefcle tc thetr the - ^.:s :*2 • 

and then <«>o'r(tor their •*or». with petie'ts v>':- er' er-i' «*:«• t*** 
Dac* i^^tc the f'eld. We reimburse thei' a§e*t"es 'r* hzm :* f« •C'.-? 
tney spend wif^ their clients wit*" eci'eps*. s-c • -«:.~* ^ms: ^ **:•:-:« 
on **nat tnei" caseloads are li^e, e'^c the- oe: $ c*s*.:a :**«* •e^^s-so. 
tc counselors. 

te« have *ouna that igncance among n^-ta' tes t* ;~:*«i5 5 i 
c-.;te profound a'^d can have serio-s cons.ecje*'ces . * •'{»::.. i 5 
2* fe terriers f^at -s^st Pe proken. *tost r-^^s :'s*£ :*« 
ave-a^e sccia^ wcri^er, csycnc'ogist, er.wcet'o*.s 5^«: i 5*. :* -f.s*: 
tat^onist persc'^ tc -no^" ne "e^e- -'s re: e'tt tt^i *<:: v*i:v* 

*acts aPout ep''eps> c«t ne^e'tne-ess ■ rr^*^i ts* if : • * 

♦^-:s atcwt f^e cons'tio-" w;cn r:g»-: tr:a'"» tr»**\.-i-« : f. f-: 
sacctage -at^^e*- t-a- assist the p*vs'c"a- 5 t-^ftmt-: ;*' •« 
-a«e tc ta«.e stro-g ec,cat"c-£' r«e5-'es :r rr^*-€ J.-t :* 5 

-acse- ■*' CyS^c'e^s a^e e^e' tc ins*^* sjC • 

c* f^e spec^a't^es oeve'o.-'-c • • :••« ne-ts -^i f 
5 • c- m'-'z" -.a-» t€ eas''v sr:"'ec tc ec'"erj» f-« *'e'* • *.**«* is:* i* : 
t-e-ac^. *e * • -c fat t-eat'-g t'e 'an ^ £« * * ..- : i •:>./•': 
c^'e-fs c'scrie' a-c -ts >pac: o- f»e -an » • s-s-'tT-r- - -i • 
•»a>--3 a c*a-ce tc -ea'"* ta"^ : z^' • * s J*- *5-5 

cere ve-.- c.ic«. *c'«. t*>c ~a* c* -e^e: 5-: ''i' *• ■ 

- t~ ec^iecs* gets ^et:e' accec:a-ce - :*'« ' *? *•* • 

'ar^'-r '^-ce'S t-** 'ee ' fe» •^•»c*» •'D"* :: j: «:»:■•: *■«:*: ' » ^ 

tc :epe-c *a-' ^ r-eca-se t-.e'c ..ft ? *:: f-r.-r -^-ti *•« : :* 

'^a'^sc*^- eac* c*'e-: tc Pe *e'?€: » :< :*•« 

gccc. •€ ^c^-'c :"a: 



t" ;-c-cs c* e: e;5 
sDne c*' : cc«i :* 
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•^1^ n^r or- nt :it -^^^ smn^c r^«e5^r*-*^ ^ t 'f JCf?^ 

I 1: nj i 3^ i 5^ a' «cr*a*, % 

psvc"^' 05 51 > fiT»r r i i^s^'^s^ st. sec* 3* mC^^^ 

t*« Wnr ^1**^ ♦ t-^ t^e *a5r« ' * :c 

nt*^ ".r sfii » i;'*!. 5^ z f^^ia^ -s 

^ ''•t^'b's nei..*^ xxt . xs'^'TTc a^c sec 5" z^. 

corv4,/&a^: T».r sris ^-xsus^s *-»s»*s^t^ ^ jei 

wr-*-^uir a^«*r* * 5^ seef^ ^ *a*'cws 

*^ s r^r-t r.^ ^^^i-jjz i iz^ :t - 3 ?» i acres:* • 

r--t: t'^ -tij * :j :: r*if Z'iz srz * s *arr ' 
£ one. ^ z^'^t^ i sz^z*^" 5:3 arc . <e :r ; 

* :*>t '>«-rf r*tt : ts*: *w 2** tei :3* ei:"^a:e 

a^ iz ^ iZ p* : :tt i mi srt -;r^v^ ^ :r s:5*t 

«t i^t :,a* :w5 a^:u*: r«: ••-:m 

'►t: : a**i «e - 2c ^a'^'e "^c"* ^r^jc *c 

T'^t t**^:*':5 :^ I' ; : "^e I* :* ^e**^ rc*. ^'•c 
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^ %l ' I i^^z "^^^ z-o^%^ cte*^ an the epHepsy 



*s Z'^'^t » -5^ ^'s it cn^r^a for? 

Tr. r^^*?r,j^ • I? 't^-s* 'na^^W %^9ortt4 !5y Torch Dr?ve fuftds^ 

* :m O^t-^oft U^vted Pund contributes 

jsjc^^t M**^ ^r^'-M^ ^^icnfg^ft contributes the 

«^ $^r#jc«3 on a sndf?^9 9ca?e» The T^rch 
I-^ '4^*^*1' i4!-^ ^a^*«?t heve reached the Umft Jft 
#^^^.it i"*^-* 3«: t*^^?'^ ag^nctes and have bee^ 

^i^^'^i^i > ^:::i'f to v^ta^rt thl rct-^partv paytnertts 
**t^i!t/e*^ sc^s- J^e; e^^e*^ year ""ave been increasing the 
aescwt -^s^'^jj^ce 3^i»i^ts 'for these services. 

^^^t: ti^it't ar ro t^Hi st«n iwmbers^ you could have e Nursi* 

*i^r s"*« fs a ^afuaile pertrn^ because aside 
ta*>^ 3e:a''ed story, she aUo cioes soiae exainl* 

•at' 

r?. •'c^^'fier 'is^rj^ cn^icUnf can not only diagnose but 

jrrii'se S43ne :*eaiLn8int a^ a <ti'^d 0^ ;i&ctor^$ a'^de* We do 
•^cc ' t:*^^t > t^e Center, but ^ have j^ASt hired 

a •^^^ '^'2 4S *»; :^ :n« con^?*eM.>st ve epilepsy survey ^« 
3^ ♦r<2e-*i^« the ^"Jetrclt area a<d we dc not 

•n^^t s^*^* J^co. fhese ^re nurses with 

sc«et a 'rar *: iriste^^s ^eve? an>f they certainly 

^^j^r^^y: 1^ i,r^ i^s^t»: ' *te';: arv ^av #rtff the u^Jversity Affiliated 
•t^ : a^ •-c^**^"' 

Tr. fiT^t.^^... •3*r^^t:a :l''*'c sta^^ a-' *^ave at least adjunct 

as»c *tm^*ri d^t •^'♦-^e State v^^ver-j? ty. We are probably 
&^^^z M ac^:-te'5 af:t'-^^# Unfversity because of a 

•ea* t^a: t^e *e:*ta' *e^':"^ ieoa'^t^nent Michigan ?s not 
jc :c i,oiw: -ei^a^^tr ari f^a'-^ing efforts. 

It 'e.2'i* Ia-*:«* 'tse** 's f^'-g to maintain Its 
^^tlfr;^.^*^»•-• :4 « :*aa*'* as *t scss'bly can out If vte grow 
4ie*-^ t?vc* i"';e* r*ccac^# *ave to af^iHate n^re 

a^aw * st-at . t« -a-^e a'' ^'-^s of trainees fro<^ the 
*e*-i t* ^^rt :**':u«;n, ^ks **a'^e a ^*srary and research 
. ijrz zu^ :-*a*--*g z^c^^^^ !r social service, 
z^^t"^ :c» . iJ*c t^*. ari ;*e c-::^#ssicflal staff are 

pe^'i' ♦ ^it^: *ti a^a'Sem' ca' teacnlng ou eposes, 

^ ;.-rT'.^ : :^ :*a*i£ 1 a .^i*. ill "^S^t the^e. 

> ^e :^ *a**s sr-*:* ' :^a: TCSA. A.r.n Arbor, 

:^-a 5 fe -s: t*:a t^e It^c^ 0^ *e*:a: Retardation 

a*: ^a • sic «^ so^eti^s t^'^^s of 

tie • 1-5 :« *et * ec''«^sv, swt a-f^o^g^ f^elr 

: -t:::-. :• is^ari. s i itei^ce- 2^ t-^e 32 Ccu'^cil I do 

i 
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not think they are getting a lot of extra money. In Michigan 
most of that money goes to projects organized by the 
Association for Retarded Children. 



Mender: Nave the developing associations that you mentioned or the 
group therapy programs created any problems with the local 
physician and Individual patient relationship? 

Dr, Renniok: There Is certainly always the chance that they might and they 
has to be worked out very carefully* There Is still no doubt 
that the physician usually feels he Is the one who must 
supervise the services that are offered* If something goes 
wrong, the physician can get Justifiably frustrated If he 
does not know a lot about It because he Is not getting 
reports from other treating people. He Is going to have the 
Idea that It Is the treatment at fault and not the patient's 
problems* We, therefore, try to coordinate, and cooperate, 
as much as we can to alleviate and obviate the problem* It 
depends on one's reputation; If the physicians have confidence 
In the group It will be all right. The thing to do Is to get 
the physicians and other professionals In on the board and to 
the meetings so that they feel they know what Is going on and 
can give some advice* 

1 would like to talk a little about some of the problems In 
getting these services for patients. There are many roads to 
take, depending on what Is already existing In any given 
connunlty* Many of the large city children's hospitals have 
seizure clinics, but they are not often a very good model of 
psychosocial service delivery systems* What generally happens 
In those clinics Is that the patients come back every six 
months or so, and a very busy physician who Is seeing 
seventy-five patients In a morning has barely time to ask what 
medication the patient Is taking, how It Is working, and pre- 
sent him with another prescription. That Is really not 
handling the problem very well* 

We have been slowly trying, by demonstration grants and 
research proposals, to augment the staffs of these clinics 
with social workers and psychologists who can help with prob- 
lems as necessary and even take the time to ask whether there 
Is one. Epilepsy Is such a hidden disease that not only do 
the patient and family not want to reveal that the person has 
it but they do not even want to find out what Is necessary to 
get the help they might need. If one has services to offer, 
one has to make It clear that the Invitation Is open. Once 
under way, the services are used, and generally create an 
Increased demand for them. 

it would probably be rare that the model developed In Michigan 
for specialized services within a state mental hospital would 
be copied. We have large populations classed with epilepsy 
In the State Home and Training Schools for the retarded. A 
few years ago the last hospital designed for epilepsy switched 
to a State Home and Training School, it had been a State 
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Dr* Remioki Hospital where a physician could comnlt patients with 
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Intractable seltures and provide a residence needed to care 
for those patients' seizures In the worst cases. But what 
happened over the years was that the client population there 
began to be more and more made up of those who were adaptably 
impaired as well as having seizures. So In 1968, with $0% of 
the patients being quite retarded they decided they had 
better de^emphaslze the epilepsy part. As It turns out, 
their patient population now Is 100% retarded but 85% with 
epilepsy, which Is still a heavy load. 

State Home and Training Schools and the State Mental Health 
Hospitals offer much promise, because with their specializa- 
tion there Is nothing to opening up an out-patient clinic 
for helping the epileptic patients In the community that 
needs good Mental Health "services. Finally, the current 
eTiphasIs )n conmuil ty-based programs, which Is taking shape 
In all the ^tate Mental Health systems, must be made to work 
for the good of epilepsy patients as well as mental patients 
or emotionally disturbed children. 

Do the patients with ''normal functioning and Intelligence" 
have any hesitancy about coming to a facility which Is tn 
effect a retardation facility? 



Rennick: They do, and they also have hesitancy about coming to 

laFayette Clinic because It Is a psychiatric hospital. We 
have to change the names of these places; In some cases they 
are now called "human development centers." it would be 
better to spread t\e notion that epilepsy Is a disorder that 
can be talked about and get specialized clinics for It. 



But your group Is not housed actually withtn the LaFayette 
Clinic? 



Tr. Rennick: The Epilepsy Center of Michigan Is In a separate facility, 
but the LaFayette Clinic has a specialized clinic within It; 
they work together. We recently got the Children's Hospital 
of Michigan's Seizure Clinic and Neurology Clinic for 
children to join us under a three-way agreement, and this 
affiliation has added to our ability to attract one of these 
planning grants for comprehensive epilepsy services. 



Are the seizure patients seen as part of the whole neurology 
group? 



>. Renniak: We have a twenty-bed In-patient neurology service at the 

LaFayette Clinic, and at any given time eighteen of them are 
probably filled with patients with epilepsy. Psychiatric 
residents rotate through this service. Epilepsy offers so 
many opportunities for psychiatric study as the patients 
have so many associated emotional problems, either primarily 
as a direct manifestation of the disorder, or secondarily 
because of the effect that epilepsy has on the family and on 
the social development. 



Pr. lienniok: One of the other possibilities that Is being overlooked Is 
(cont»} Community Mental Health. In most states, services to 

patients with epilepsy come under a Mental Health Act, and 
the new Community Mental Health Centers have a responsibility 
for dealing with patients with epilepsy. We are Just begin- 
ning to explore that In Michigan. With federal Insurance and 
other third-party payments coming, nearly every client with a 
mental health problem Is going to get services paid for by a 
non-state source, so the State Mental Health systems may well 
shut down almost all their facilities, except for the very 
long-term ones, and turn the whole thing over to Community 
Health Centers to run on a community level with third-party 
payments. 

One of the things that can be done, and we are seeing It at 
* Grand Rapids, Is that a volunteer organization, such as a 
Chapter of the State Epilepsy League, can begin to provide 
some services. This Is, to some degree, copying the model 
of the Association for Retarded Children, where they started 
their own day schools, workshops, and halfway houses. They 
can serve not only as advocates but actually band together 
to help In some of these services and often do some fund- 
raising to hire specialists to provide things like diagnosis 
and specialized treatment. 

Just recently In Michigan, the local Grand Rapids association 
acquired a local grant to hire a full-time Executive Director, 
and with the recognition this brought, they became an offi- 
cial Chapter of the Epilepsy Center of Michigan. They then 
put In for a DD grant for longer-term support of the 
Director's salary and for an assistant; they received that 
grant too. So these voluntary organizations can really grow 
if they just have some really active, concerned parents, 
spouses, or even people with epilepsy themselves who have 
the talent and drive, i would say that In the Epilepsy 
Center of Michigan our best board members are those who have 
epilepsy and are dealing with It. We do not seem to have In 
epilepsy a situation where we successfully treat the child 
of one of the rich American families which then starts dona- 
ting large sums of money. 

Ate. Perrin: Another good thing would be If you could only get some pro- 
minent person to support It. Beverly Sills has two 
handicapped children and one of them has seizures but she 
will not appear on TV, except on behalf of birth defects. 

Dr. Renniok: A few celebrities who have epilepsy are coming out themselves 
but no one with children who have It. It Is the most 
unpopular disease from the point of view of foundation 
support. 

I would like to close with some comments about some "con- 
flicts" between parents of children with mental retardation 
and the epilepsy people. 

109 



Dg*» Rennioki The original DOSA legislation said something to the effect 
(oont») that It Mas to provide services and seed money for projects 
Involving mentally retarded, cerebral palsy, epilepsy and 
other neurological disorders requiring services similar to 
those provided for the mentally retarded. This has univer- 
sally been Interpreted by those on the Michigan Council who 
advocate services for the retarded to mean that both cerebral 
palsy and epilepsy are under It only insofar as they need 
services comparable to those for the retarded. 

Ma* Perrim That Is not a national view. 

Dr* Rermiok: i know, and It Is not the view of the staff of the State 
Council, but as far as the Council's advice and consent In 
regard to state programs Is concerned. It always comes out 
that anything for cerebral palsy and epilepsy are all right, 
provided the services are needed for the retarded. We have 
to get the point across that epileptic individuals need 
different kinds of services and that they should be provided 
for under this Act# They particularly need case finding and 
rapid intervention to head off serious consequences, which 
Is money-saving from the point of view of society, because 
the need for long-term care and continued hospitalization can 
often be eliminated. A strong case must be made that ser- 
vices that focus on symptoms related to epilepsy alone, 
including the psychosocial consequences, can and should be 
funded through the Developmental Olsabllltles projects. 



Member: 



I disagree that case finding and early intervention are 
different kinds of services, because I would say they are 
true for cerebral palsy and mental retardation. 



Dt, Rermiak: But It Is case finding In terms of planning for special edu- 
cation, rehabilitation and services of that type. In the 
case of a person with epilepsy, who has not got those 
intellectual or physical handicaps, there Is still a critical 
need for specialized, often brief, help for his adjustment 
problems. Otherwise, a wrong start Is made and can make the 
Individual suffer a lifetime handicap. 



Me, Petnrin: 



an 



I think one of the big problems Is because the DD Act Is 
outgrowth of the original MR legislation and it Is very 
difficult for them to let go of It. Also at the state level 
the MR programs are so much better established, so much 
better funded, and the federal agencies In the state that 
are also on the DO Councils at the state level are getting 
so much of their money from this already established service. 
It Is very hard to change. 

Dr» Renniak: It Is very, very hard, but It has to be done. One of the 
differences is that about ten or twelve years ago the 
Associations for Retarded Children began to really drive, and 
to admit that their children had the disorder, that it was a 
problem to be taken care of, and they began demanding services 
That has not happened often In the case of epilepsy, because 
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the parents want to conceal It as far as possible. 



^fe. Perrin: 



Once you get tn there and have early Identification and pre* 
vent these future problems, you destroy the group, and you 
do not have the continuing support that you get with MR. 



Dr» Remick: As soon as the problem Is taken care of the whole family goes 
back Into hiding. That Is a point In our favor If we handle 
It right, because this means the DO Councils have to recog- 
nlie that they will not get the s»i« kind of advocacy from 
clients with epilepsy and their families as from the other 
groups. 



Me, Perrin: 



it is difficult to form a parents' group and keep It going 
In epilepsy, because you have to form a new one every year. 



Dr, Henniak: But It is not conq>letely true that all clients with epilepsy 
disappear as soon as they get seizures under control. Very 
frequently the seizures recur either because the patients 
stop taking medication or becii^a the medication Itself does 
not work. The studies Or. Rodlne did in Michigan showed 
that in five-year followups, we get about a 20% ratio of 
total freedom frwn seizures, which Is a lot different from 
the 801; total freedom one hears about for six months or a 
year. 

Ms* Perrin: In the meantime, the parents say, "Take us off your list for 
a while." 

Dr, Renniak: Yes. Perhaps the new GLC serum levels measurements will help 
In the continuing management of this chronic disorder, 
because they really ensure that the clients take their 
medicine. We have clients who say they are taking their 
medication faithfully and the sample shows that there Is 
nothing at 'M In the bloodstream. Also there are metabolic 
oddities -) cause some people on normal doses to begin to 
build up /high levels of the stuff. Then they do not 
like the toxic side effects and reduce their own dosages 
until they finally forget about It entirely, and begin to 
have seizures again. Of course the seizures do not occur 
the first time the medicine is overlooked so there are no 
immediate consequences to remind the patient to take each 
dose. 

One more comment on the GLC. Perhaps some medicines meta- 
bolize more efficiently over time. An individual might take 
the same dose dally and have his blood level go down anyway. 
One of the things we are trying to do in Michigan Is to 
educate our local physicians in how to use this new tool, 
Gas Liquid Chromatography. 
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C«4ar ^al Is, towa 



presefiiati©3" ceaU •It*^ epHe^sy, educat»Cft a^d subsequent 
barriers f©u«d in t»^€ piife??c sc^tooU, an<i ! wiU view the subject fro«> 
the vantage point a*^ ec.catc. Sceci ^»cal )y , my re«narks reflect my 
backgrour^o es a teacher, icool psyc^^olo^i st , administrator, and mre 
recently as a teac*«f tra^"«r. 

Three majc j>ol''ts w?^^ covered. The first pc»nt will focus on 
sc»ne "'gjvens" as a weas^i^e to f?ose of us c<y»cerned with the foundation 
which establishes barr'ers '* education. Second, emphasis on barriers 
in the educational setti*^ »ii^ be noted as an actual and real threat to 
nany educators wcrkin; mli^ c^tldren with epilepsy, and third, attention 
will be devotee to pcssitle solutions. 

The first sit^e" '>i f'st tjcs: teachers and educators in general have 
a great fear cf et^'ejs*-. *ac: epilepsy provokes fear in raost pec^le 
and teachers are ->c excect'c*'. Co*^sequently , the first given begins and 
ends t«^t^ tne p'-e^'ise, ge-e^'a' *y take« for granted, that most teachers 
have a fear ©f f^e c^eat «.-*r.<ibfl- associated with epilepsy. Any unpleas- 
ant ervotiona^ *ee^'-'5S asscc'ated -ith the teacher's first experience of 
epilepsy carry cv-e*- sc fa: a^i stt.irclus associated with epilepsy at a 
later tin»e, or t*^ -cs 'tse'*, provokes fear. 

A second g'»e-, 'e'atec :c t-e ^i''st one, contends that most 
teachers live *»!t* t"« "'sta^e.- seJief ti^at epilepsy sneans grand mal 
seizures. It nev ^e fat t"^e teacher witnesses the first seizure, 

it is uSuaHy a jre*: Tra' se^z.re, and therefore the mental ir^age 
InprJr.ted a-c 'e*: :-e Tt;«<2 of t^^e teacher is that epilepsy 

Is grani ^>aU ) - *ac: e:-'ectlc crHdren have petit nal seizures, 

wnic*^ is ver> 'nf^'XB": *z' tesc'e's :o •^rom about, but which escapes 
i sent i f 'teat ic-- r^ca.se •e''ec:s -^"e subtle synptorres. Teachers usual 
rave little res' ras': ' -■'z'^a',' zr c«- eo-'ecsy ani even less on educat'c-' 
al '►anagene-t ':. 

A'^ct^e•' ■♦^c':s-: ;'«e- "s :-e ;-obac'e -wmcens of childre** a-'c 
acwits er 'ers.. -at'cr an esti'^atefi c-e perce-t 

f^e scncc; Dc-j-'afc -a.e e: 'e:Sf. -one state lowa "s net a 
poc>.lc-s state t.t, rase: :*ese '-c':*-: *.g^res, f^ere are a" est^-a" 
six tc e^g*'! :-c--sa-; iz'zc :"''c-e- -"t* eci'essy. 

'c'-'f g-.e- :«a's « :-e c-,c'a' ie-.e'cone-ta' pe-iois fat 
c-i'cre- pass "eac-'a-s -c-na'-. -ct see t-e cni'c ■»•< 

ente's sfcc'. t.t t-e r-e-a.';- t"a: f ;'2 srv^s »c sc-oc' cere-cs 
-vc*' -pf 's" '. a:. -i:~e-:. :*« :a-s-:3 *ee'"-9s, adj-st-*"": *'t" s^r- 
^^•gs, a-s cfe* €- . ' *: - 1 a ' *a::r's. - c - exarc'e. a c-'c -a» e-te- 
scck:' c-e--; -:t€ :te : . : 5 a's: ;.':e ■«•'♦ fat fe ca-e-ts -a» -:t 




inform the teacher that the child has epilepsy particularly If medication 
'^as curbed the seizures successfully. Consequently » the first five or 
six years of life and the behavior and attitudes the child brings to the 
school setting are very Important. 

The second crucial age period In the school mlHeu Is during puberty. 
Siologically, the stress of the first menstrual period for some girls may 
srif^g about a seizure for the first time. TeacherSi principals, and 
ot!^er school personnel working with junior high age students need to be 
aware of this phenomenon. 

The fifth given is that epilepsy Is too often Identified with other 
'handicaps. The mental image that many people have of epilepsy Is synonym 

CO mental retardation or mental Illness probably because many people 
-nav ^now of a cerebral palsied child with epilepsy, a retarded child who 
"^as grand mat seizures, or an emotionally disturbed person who also 
^aooe^s to Have epilepsy. It Is true that a higher percentage of mentally 
^erar<j<3d or cerebral palsied children have epilepsy than the non**retarded 
3^ rion-cerebral palsied; however. It Is equally true that epilepsy Is a 
condition, not a disease, and that this condition Is more representative 
tsoUtlon from other handicaps than It Is with another major disability. 

T'le sixth given deals with modern day advances In the medical field, 
particularly advances in medication. The optimistic outlook in medication 

:*^e past ten to fifteen years may have given false encouragement to 
^anv educators to assume that seizures are a thing of the past. Many 
c^Hdren stiU have seizures even though the number may indeed have been 
^''^irtfied with modern medication; some individuals cannot be helped as 
^ucr as others by this means. Epilepsy Is still very much with us today 
e^e- ^fth modern medical advances. 

It ^ust always be remembered that epilepsy often goes undetected, 
ackers are the key to identification of possible symptoms and should 
•^e^e*^ c^e child for medical attention where appropriate. Epilepsy needs 
:c ::e cietected early and treated early. Educators are Inclined to ignore 

*ecsy, and although they will not Involve themselves as teachers day 
^ a^^ day out with the problem, nevertheless It is too often an omission 
«*t*cu: a^y involvement. 

Mext t will discuss some of the barriers found In education. 
- itcr^cally, until World War 11, many large city schools provided 
seca'^ate special education classes for children who had grand mal seizures. 
^::a/, SDeclal education is not given to children with epilepsy unlike some 
c-^ 'i^e-" H\th other handicapping conditions. We do not place them In 
s^ec a' classes any more« We do not give them white canes, we do not 
teac^ t^em braille, we do not provide special books, nor do we give them 
«^ed'''''9 aids. Educational goals and methods or materials for the child 
«f eclleesy are no different from those for any other child. If the 
z^-'z epilepsy has a hearing problem, he may need a hearing aid: if he 

i ^''tally retarded, he may be placed in a special education program with 
ct-e' ''etarded children, but children with a single disability of epilepsy 
a'e ''ct generally provided special education. Special services, if any, 
a-e ^'"•»ted to consultation type of assistance. 
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*s nencioned earlier, one of the major barriers In education is 
«« i:rt crta following two examples will help to Illustrate. 

«^ 4 ? tending an elementary conference held at the University of 
«c icwa atsout two years ago. Approximately fifteen hundred 
:e4.r»«-i *»er« oarticipatf ng In the conference. One of the teachers was 
'-OT -ne lobby to the main area with a friend, and had a seizure 
• !•« 'sisby le several hundred people were milling around. Her close 
*- «r-ii<i mrc *er« th her did not know she had epilepsy and did not know 

:4 :«4 ^ici it. People were frightened at seeing a grand mal 
i« icti trcugnt she had a heart attack or some other medical emer- 
?8:«c«. i.^<:r< alartning reactions are quite normal for most people who have 
't: tazc^^'i or ejtperlence with epilepsy. 

^aa anotner recent experience with this barrier in a course I 
Uic- f^cui-e teachers majoring In special education. One day we were 
:.r.t' '9 a unit on epilepsy and I noticed one particular student becoming 
:e ^e^vcus and squlrmish In class. She appeared bothered about the 
: a^d secame subsequently so upset that she left the room. I spoke to 
•te- a*:«-»ar43 and she was most willing to unfold her story. Her first 
J4 occurred at the onset of adolescence and she said that her parents 
"ft-t "t"* ^03«t and never really accepted the diagnosis. She saw her 
•an , arctc- and was placed on medication but she refused to accept that 
i*« '.a.: as ' easy and had stopped taking the medication over the past year. 
i*« *cu : jc aack to her dorm room when she had an aura from the sensation 

a i<« zure was pending, lock herself In the room, have the seizure, 
''■zrm lac* zuz , and no-one was the wiser. 

-aa-. ard z^e unwillingness to face the problem, continue to plague 



• a.t3.^;ence in education, one of the problems Is the "over- 
:r j'-'artjme" or hidden rejection, unconscious or otherwise. Often 
•f-ij' i •.aac.-'e- becomes aware of a child's epilepsy he or she may tend to 
-.4'.'* - i avoid certain kinds of activities. The child may have a 
j.e -«^:«:a'-'ia ^e faces some pressure to complete an unpleasant asslgn- 
taacre- -nay reprimand a child prior to a seizure and feel 
i''.t'M^-z<i that she may have caused the seizure. It Is quite easy 
-.: "t :a-;3> 'equirements for the epileptic child which normally 

: c-* the normal child but actually, such over-protection 

i nc*e 'a-n-'^: 2^ vcnoiogi cal ly in the long run than the seizures them- 
it >ti Ufu iren with epilepsy are not allowed to swim, cannot par- 
* : :^:a • 5:.:':,iiust avoid driver education, or other kinds of 
!«:•. • : «j iis;.: a:ed with physical contact, use power equipment, et 
ui-.t'i ' a* -ctic children escape academic and extra-curricular 
i-:: ♦ • «j 5 :«comes a real psychological or sociological barrier. 
> • • J *3 : ard legitimate medical doctor's approval should any 
: It «.<amc:«: "''om school activities. 



.:.jt r-^a :a'^iers are perpetuated when teacher training Institutes 
•i : teacners to epilepsy even though an estimated one 

•:.«-: i* «:.-.:«:' acculation have such a condition. There are four 
ir: * 4:ne-:3-, jr..: secondary majors In education alone at the Univer- 




i *.y <3f ^ftnem iowa, and only recently has the subject of epilepsy 
^c3^^red 4€;encion. An introductory course to the Education of the 
tAosQz^onal Child, 22:150, is now required of all elementary majors; a 

t sn 9pjUpsy Is taught in each section of this course. However, the 
3^qrmm ifi secondary education, school administration, school psycho* 

^d speech therapy, receive no input to such an important problem. 
nv ^rtcM^^dge, most training programs throughout the United States do not 
*«3ui <*t iome basic knowledge and understanding of epilepsy, and any input 
Tfra cne training programs is by chance and not design. Considerable 
m^cz can he <nade at the pre*8ervice level if priority is placed on 
taacnt^ teachers about epilepsy. Much can be done to dispell old myths 
«' sconceptJons if given the opportunity. 

^search concerning the epileptic child in school is limited basic* 
i V :a surveys or interviews of parents or individuals with epilepsy. 
^ -aviaw of the literature confirms the educational barriers, teachers* 
"tar aoilepsy, and their Inclination to over-protect. 

Ejucac tonal research conducted in En9land and in the United States, 
tcwever, indicates much can be done. Experiments with teachers In in- 
34-4 ce training, guidance and counseling have increased and changed 
:*4cne<- oenavior positively. One research study by Caveness not directly 
-9 iced to education showed that over a fifteen-year span, the general 
3UO : s caoinion of epilepsy has shifted to a less biased one. For 
«;«<&noi^, in 1349 Caveness surveyed over 20,000 people. He followed up 
t i survey with another survey In 1964 for comparison purposes. One 
::'* :ne auestions asked of the participants In the study was, "Would you 
zB^^cz to your crtlld playing with an epileptic child?" In I96^», 77 per- 
lant 3a= 1 :Mey vvould not object while In the 19^9 survey, 57 percent said 
:nev Afcu:^ not object. In 1964, only 21 percent thought epilepsy was a 
'zr^ z' -isanity while In 19'»9, 41 percent thought It was a form of 
isan ■ * . 

*'^es« :wo items from the study represent conwjon misconceptions. 
iczc-: ig :z :nis study, few people in the middle 1960's hold credence to 
-4rv :-' -.ne 3 wives' tales. Perhaps we have made additional growth 
:uf- ig z-^-e aast ten years but too many people are still uncertain about 

>e t-^e tsetter studies conducted In an educational setting was by 
I'H} *v > Sng'and. His research involved 109 teachers, all of whom had 
i' 54s: :ne ao^ieptic child tn their classroom. Forty-three of the 109 
-J4cre-j <.-tev* :.iat one or more pupils In their classroom had epilepsy; 
•in : : icz <ncw tnis. Most teachers who have a student with epilepsy are 
.r.iwa-s :. '^'^q study did not explore the reasons why the majority of 
-iicne'i ^e-e lot informed. We can only speculate that the parents did 
-<:: :* :nem. OtHer findings of this study Included ove r-p rote ct ion on 

34 :f Tiany of the teachers. Exemption from certain physical 
ic- / : «<5 and actential danger spots such as the industrial arts class 
<i'is u:rmcr>o ' ace . 

^oizi-^e' aarrier in education is that misguided attitudes so often 
; --cce a sec i'sgica! and psychological handicap greater than the 
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5?^>s»cal Of biological dl sabi t i t d&soci^tes wit^ fet*^t;i^, "^^^t X'^m m 
c^fft act 0? a *ei2wfe itself do€$ not caws*e ^f^y ^moiio'^fe' ti*^* 
pfofite^^ but ^ov< the child and those around ^1^ *ee5 e^bowt tSf*^ i 
^rg^^ound ^'ftpact for better or for worst. A wholes:^??* ettett ^l' ^•^♦^ 
'^^y ff^M for a healthy child* Conver:.ely» sh^me, rtjett'D'', t txf^ieii i^i 
like attitudes breed an Inclement persontlity many i ' % ' e»»e ' $ . 

*N5st problems of handicapped children ere psychclo?! tt' t*^ : M 
> ^ature. A person may have a dlsabiltty and be henfliteppec. ^: J»t» 
tl^ a oerson nay have a dIsabMity end not be ha^•: ' ceppec. 
-ite a car accident, for exan^le» and lose a leg, lan erir, c*^ tw: 
^u!d be able to teach my class and carry on ny e3f^i^^ strat • t^x e-i. 
'According to the guidelines of the Vocational Rehet^i P tet ip*^ t'^* tt. 
«cwld not be classified as handicapped, and therefc^e* wow'c ^zi M t 5 i ^ 
•'cf rehabilitation services since I could carry on my jot e^'t*' ♦ 
tjr^ater inconvenience, tt would be very r^uch a hgndicep i itt*:*-: 
j^[r^in9 because 1 could not live with the disable t>, en£ to^*c m: 
a^c^g with my family at home and my colleagues on tne jot, ^ •^ft^'t r-ts^t^t-: 
ccndttion results from a psychological rejection c' the cJisfct''':^ 
^aMure to cope witn the personal end social adjustment netess.**'*, ^•je 
psychological and sociological problem superse«e% the majc^ rifct' t*. 
•*cw epilepsy is perceived by the chlld» parents » end te&the'^s i nc^: 
* -ccrtani . 

^olar to this is the example of the Shasta inejlan*. > ts' $ wt: 
ce-ieve f^at epilepsy is a cherished condition. Se5jwres are i -^i*^ ii*-: 
are ccw-^ted as a valued ability which lead ar inci^itwa'' :rs 
^^cc'ta'^ce^ pov^er^ and honor. The social end r5yc*^»c ■ oi '^i ^i: 
eci'epsy !n the Shasta society are posit! ve* 

taucational barriers to the handicapped nave rtce*t'% iz^'^^tt i 
"'tigatlon ^vement forcing the schools tc co w»^at i:^e\ 

oast» The handicapped and advocates for th/ harc'cat'tt: p: :: 
t--e courts not asking just for free education iz^ e'l t*.: b"" er^tit :j* 
:crT*e^Swrate with the real needs of the chile, ^a^^erts fc^e 
c-a'9es that the public schools have failec tc c^c^'oe a*^ e;^ ttt'e 
t'r- ^or all children. Although the courts nave oenc-^i'*^ •^•'t: • 

t'^e claintiffs» most charges illustrated the neers :^ t^e 'ft^*:**: i^*: 
"•c^e severely handicapped individuals. Pr^tlems er' €•:: ;»t-:c t 
3::;:a'6'^t 1> ^ave net been pronounced enough to e'^co.^^e'Oe f t :i : : 
*:''C!^ a !ar pattern. Parent organizations ^r- t*'e me*!j ^ •tti*:»i: 
3*: cerebral catsied have been collectively crca-'re: ^: ' s :>me : ii* : 
s^3> cc^s I ^erafc ^e influence with state anc ^ede^a' >;*5.«t:*5 w^.t^e 
fe* '^ave ^al le- to get what they want t*^rc^c*^ ^ec s g: . f^e 
.,e*e :*e logical place to seek equitable ecucat'O*". ^g^i*:! i**: t-r**::.*:* 
a;e*^c'es ^cr eclleptlc persons have yet tc s*^ovn Cv ''^ei : • : :*t;i*M 
:a> s'^^Mar attention to achieve their gca-s. C€*u 

ec'lecsv is not without cause a^^d r»ticat :>" s a :i 
::ta'* ec-'table ocDortuni t ies in school, ^^e t: : ti'it 

s:"?c- ssc'ts and driver's training are c'ass ca' '''^sfct :>"j 

"*^e risks In obtaining fa'^^ ;'a^ f'^Cwf • jc*. :* : 

35i:c'a:'C'* SaCh action wit^ rpita'^t 'Xve'^'^ts. : t 

^a""! e:-at r-g^ts and are rilitant because s . c*^ itf :.t 
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«iore militant feeceuse Insistence ^cr wam^ s ''t^^t^^'^ 
mHItant because ihey Join unlo^ns. The ^>&^z'ts»^z ^ tif^t ris::4^,^e 
tn€y insist on equal r^d quality e^utaticm. f^^i^nnz^ r^«^* jof^^a 
to tfte courts to assure suc^ a guarantee* ^nt it-^r^^ 
pressure has resulted in advocacy agencies j^^te* : 

raising donations for budgetary purposes, •te'^e ©'^r nic*^ j«fcs t 
refusing to help on t^e basis tt^et tt^ose 6em^^c'••»5 t^c*** * 
equal respcnsibi li ty and should t«rk out t*^e r^o«t en t^ns^ ««:S- 

Hc^ to sone solutions that the fielc c^ eS4.»ctt mr* 
Solutions are found by ^fining and clar5^>i^5 t*^ ;^*^'et?s. ^^-^^ 
identified soae of the problef?*. The ne*^i les^ *i *:-:4sji •'j e^r^ 
and barriers and agreeing on a plan to correct :**en. 

In order to eliyrjinate the fear and irisco^-cest D^s rMt ths^* :e*:.^«-^ 
carry throughout their teaching careers, the u^^'^^e^s t es ®**c ^ 
^st reach future teachers through gooi f^'^^pr^^'^^i t^^w^ zm^t^^ 
tney go out to teach. Exposure to elii^inate ^^^o^^xi^x 'ea* •^^'rs a 
gradual dlmlfiution of that fear and exposwt :c f*.r* iircu: es' e^^* 
during teacher training is extremely in^ortar: c^«^j^*»5 4t:':*i»5. 

Soi'>e «iore illustrations of the results ■pnr-^a'^ce t^* » * 
tf a schco? chi?d nas a grand mal seirwre ^e^'or'cf : ti^^ * •?» 

out of cormission for a couple of hours, ^oc t^te^ ^ *^-ic: » ' z^^ 

c*^^. -d Is sick and requires considerable ca'-e, ^^et a t n a 
^e^ "^curs of school because of a migraine ntacac^, tM : * : ^«te5. 

#»e "ariiY give it a second thought- Sc h^t^^ t r»e 

Teachers often •"is<n:erc«"et j>etit ma' se-r^^^-s £?i ^^tie^^t 
^enavior on the part o* the chile. T^e st5*'*^: z^ * 

f^e petit fnal selsures are too o^ter ft stai^e* a^ 
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outline that offers a systematic approach to various physical, psycho- 
logical, and psychosocial factors to be observed. Informal Job analysis 
can be accomplished during such visits by observing work being performed 
and by talking with workers and supervisors. 

Personal and organizational sources of Information are Included In 
the manual for the Three Cities Project of the Epilepsy Foundation. 
Information about Jobs can also come from clients* work histories and 
their placement and post*p1acement experiences. 

One placement specialist has suggested that employed handicapped 
persons are willing and able to help the counselor by notifying him of 
Job opportunities for other handicapped persons. Another counselor has 
organized an association of employed handicapped persons whose major 
responsibility Is to keep alert for possible Job opportunities and report 
them to him. 

Just as Job placement should meet client needs, It should also meet 
employer needs. After Job vacancies and employee requirements have been 
ascertained. It Is a professional responsibility to be responsive to 
these needs. Only qualified clients should be proposed as prospective 
employees. Although employers can be given no guarantee of effective 
performance on the Job, clients ready for employment have gone through a 
number of "pre-selectlon" stages, a point that can be made with employers, 
Including evaluation, counseling, training, and work adjustment, which 
the typical person applying for employment has not had. 

Findings of one workshop showed that most employers contacted had 
limited knowledge of epilepsy, but In many cases were willing to accept 
the recommendations of the placement staff. A counselor can provide 
really more substantive information about the client's potentials for 
employment than is ordinarily provided to employers. That reputation can 
be developed. Employers viewed the counselor as an objective source of 
Information because he was able to substantiate his statements by 
explaining that the client had been In the program for a given period of 
time and that It had been possible to observe the client's abilities on 
a real Job. 

Employers raise many objections, however, and the one most frequently 
encountered has to do with safety. They expect that seizures will 
endanger the clients themselves, their co-workers, and company property. 
Two approaches can be adopted to this objection. One Is to cite studies 
showing that safety records of workers with epilepsy compare favorably 
with those of other workers. Employers may be Impressed by the follow- 
ing citation of a report from the U.S. Department of Health, Education 
and Welfare. In Los Angeles, a machine shop employing about fifty 
persons, all subject to seizures and some of them not well controlled, 
earned a 20% discount on the workmen's compensation insurance premium 
because of its safety record. 

It must be Impressed upon employers that there Is no Increase In 
the premium on workmen's compensation because there are persons with 
epilepsy in the employ of the company. As with any other kind of 
insurance, workmen's compensation Is based upon experience, and actually 
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persons with epilepsy and other handicaps are more cautious. The safety 
factor is higher, the accident rate is lower, and so in practice, so- 
called handicapped employees on the work scene tend to reduce the 
accident experience and the rates. This particular machine shop in Los 
Angeles earned a 20% discount on its workmen's compensation insurance 
premium because of its safety record. 

A study based on New York State Workmen's Compensation Board records 
showed that compensated industrial accidents resulting from seizures 
were less than half those resulting from sneezing and coughing. Evidence 
of this kind can be impressive In producing job placements for persons 
wl th epi lepsy. 

The other approach to the objection regarding safety is to reduce 
hazards to a minimum by making appropriate placements. Here Is the con- 
clusion of an article by Wall in: 

*'Epileptics should not be placed in hazardous jobs, 
such as driving trucks or automobiles, piloting 
airplanes, operating elevators or cranes, operating 
moving machinery, working near hot boilers or hot 
metals, and the like." 

He goes on to say: 

"There are thousands of non-hazardous jobs available 
at every level of competence and Interest for quali- 
fied workers of all kinds, including epileptics of 
either sex." 

Studies by the Veterans Administration and the Epilepsy Foundation have 
shown that persons with epilepsy can be placed In a great variety of jobs. 

In addition to objections regarding possible accidents, and claims 
for workmen's compensation, the question of use of health services Is 
often raised by employers. Numerous studies have shown that In this 
area, too, disabled workers. Including those with epilepsy, and non- 
disabled workers, are comparable in use of health services as well as 
in frequency and severity of accidents. Health insurance rates are 
based simply upon the sex and age co(nposition of a company's employees, 
workmen's compensation insurance rates upon a company's or an industry's 
accident experience and its work hazards. 

Resistant employers manifest vague expectations concerning decreased 
productivity, adaptability, group morale, and increased absenteeism, turn- 
over rate, and lay-off difficulty. They feel vaguely that there Is 
something not quite right about hiring such people, that something will 
go wrong, it will cost more. Effective job placement counselors break 
through the vagueness of these objections, and get down to specifics 
which they can then attack with convincing arguments. 

in one study, employers rated their epileptic employees equal to 
non-epl leptlc workers with respect to productivity, absenteeism, coopera- 
tiveness, and popularity. l« other studies, absenteeism and turnover 
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have been shown to be lower, with dependability and loyalty higher. It 
Is important to realize that It Is the way the findings are used that 
can moke them effective or not. 



Employer resistance can be counteracted by arranging a subsidized 
on-the-job training opportunity for the client. The chapter In the book 
describes four types of on-the-job plans, pay and supervision being 
variables. Usually the supporting agency provides part of the pay so 
that the employer hires employees without paying them the full wages, 
but as time goes on the contribution of the supporting agency goes down 
and the employer's contribution to pay goes up, and the other variable, 
supervision. Is greater at the beginning, diminishing as time goes on. 

This, therefore. Is an opening wedge for many kinds of persons with 
disabilities, including epilepsy. Through on-the-job training, a client 
can demonstrate the findings of research by his performance as an employee. 
That Is the basic difference between the research findings, findings of 
studies and surveys, and actually getting a person into a situation 
where he can show that he can perform the work of an effective employee. 

Bernle Posner, Director of the President's Committee on Employment 
of the Handicapped, reported on an experience In New Mexico in the 
National Spokesman In January 1972, where It was found that employers' 
guilt feelings sometimes made them warmly cooperative, even If they did 
not actually offer job placement. 

One of the major recommendations of Harry Sands' study of the atti- 
tudes of policy- level executives responsible for hiring personnel toward 
employing persons with epilepsy was to "involve executives In public 
education programs rather than have them be passive targets." 

Experienced placement specialists commonly favor policy-level 
executives as the first employer personnel to approach In job development. 
Top-level personnel are In a position to pave the way down the echelons 
to the medical examiners, the actual hirers, foremen or supervisors, 
and other employees. 

Mayors' and Governors' committees are additional ways of Involving 
employers. The most effective way, however. Is to involve them on a 
local correnittee like the ones used for employment of the so-called 
mentally restored. The committee functions as a form of group consulta- 
tion, assisting job seekers to take stock of themselves and their job 
prospects. They feel they are being used as consultants, not merely 
being sold something. 

Being exposed to persons with epilepsy is often enough to remove 
the stigma. This has happened with ex-mental patients, and could well be 
applied to persons with epilepsy. 

The question often arises, Is It best to go to small employers or 
large corporations? Both approaches may be used, it was found In the 
Three Cities Project of the Epilepsy Foundation that clients were easier 
to place In small to medium size firms with less structured personnel 
policies. On the other hand, there Is evidence of many large companies 
which have successfully employed handicapped persons. 
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The Federal Government* the largest employer in the United States, 
Is already Invotved in programs providing job opportunities for disabled 
persons. A U.S. Civil Service Commission report highlights a significant 
development. An alternative method for employing the severely disabled 
has been established, a process which provides for the Veterans Adminis- 
tration or a state vocational rehabl i I tat Ion agency to certify a severely 
handicapped Individual to a certain position In lieu of his meeting the 
competitive qualifications for that Job. Under Ed Rose, the U.S. Civil 
Service Commission has broken many barriers for the person with mental 
retardation, for persons who are blind, and for persons with epilepsy. 

The writing of a rehabilitation plan Is too often talcen to Imply 
that a client is ready to Implement the plan. However, placement Is con- 
tingent upon his placeabi 1 Ity, his ability to gain employment; placement 
Is not a passive process. There Is an Important distinction between 
employabi 1 ity and placeabi 1 1 ty. The state DVRs always have a large 
category "ready for employment." They are employable if anybody would 
give them a Job, but they need to be helped to become placeable. 

A primary precept of placement Is that it is best for clients to 
find their own Jobs. For one thing, a client who finds his own job may 
experience enhanced self-esteem. He may also be called upon more than 
once to find his own job. 

The problem solving learned in effective counseling needs to be 
pdr.illclcd In effective placement. Confucius said: "Give hungry man a 
fish, and tomorrow he will return for more. Teach hungry man to fish, 
and he will feed himself for evermore." In a project at the Kenny 
Institute on employment problems of epileptics. It was reported, "Instead 
of ... having trained placement personnel malce initial contacts with 
prospective employers, it was found that the most effective ... method 
v/as to counsel the patient" to place himself. 

Effective Job placement requires effective Job-seeiclng sicllls. The 
Michigan Epilepsy Center concluded that, rather then "Inadequate seizure 
control and negative attitudes of employers It became clear that 

occupational factors such as employment motivation and job seel<tng skills 
played certainly as Important a role In Job success ..." A multiplicity 
of job leads must be developed and a variety of Job-seeking techniques 
ut i 1 1 ^ed. 

Clients may need assistance in writing letters of application, pre- 
paring resumes, requesting recommendations, organizing personal records, 
assembling portfolios of samples of their work, completing applications, 
taking tests, and maintaining files of prospects and progress. For the 
ordinary job seeker it is almost a full-time Job in itself. 

In the development of interview skills, role-played Job Interviews 
tan provide awareness of employer expectations, and the client is enabled 
to present his capabilities. An important part of preparation through 
role playing Is role reversal, in which the client playing the employer 
gains sharper perceptions and insights into the other person's position. 

A question which constantly arises is "to tell or not to tell?" 



There Is evidence that about half of clients with epilepsy tell employers 
about it. Forrest found fhat those who told "encountered great diffi- 
culty In securing a job... however, when these epileptics finally secured 
work, they had less anxiety and ... fewer seizures on the job. When 
seizures did occur, the clients were less likely to be fired ..,»' 

One variable entering Into the client's decision Is the extent to 
which his condition is controlled freedom from seizures, frequency of 
seizures, time of occurrence, aura or other warning. Another variable 
appears to be the exteftt to which he Is controlled, overtly or covertly, 
by his counselor. Some counselors over-generalize that "honesty Is the 
best policy" to clients for whom It may be poor practice. 

The dilemma is poignantly pointed up In a publication by Dorothy 
Thompson of the President's Committee on Employment of the Handicapped 
in a discussion of placement problems of the so-called mentally restored. 
A former patient said, "After you've told the truth X number of times and 
been turned down X number of times, you have to ask: 'What do I really 
want? A job , or a reputation as George Washington?'" 

Forrest also reported that those clients not divulging the presence 
of seizures did get jobs more quickly, but seizures on the job seemed to 
occur more frequently In this group, and he reported In every Instance 
that when a seizure did occur on the job, the epileptic was fired. Some 
who had seizures on the job felt their anxiety about being discovered to 
be epileptic helped to trigger the attack. 

The employer Is another variable. Some employers discharge such 
enployees automatically; others overlook an employee's epilepsy once he 
^as proved himself an effective employee. 

"To tell or not to tell?" is not a question for counselors or 
placement personnel to answer. They can help a cller.-^ answer the question 
for hinself by discussing all the factors and information germane to his 
situation, and the possible consequences of either decision. If the 
decision is to tell, the counselor or placement person proceeds with his 
Customary honesty in relation to employers. He cannot conceal a client's 
dlsabtllty but he can avoid diagnostic labels and present the client in 
a positive light. A similar approach applies to the self -placement of 
clients who choose to tell. 

If the decision is not to tell, the counselor or placement person 
cannot tell enployers wi'hout the specific consent of the client. With- 
out such consent, the only course for the client is sel f-placement, which 
does seem to have certain advantages. A client who first chooses not to 
tell ray later decide to tell his employer or supervisor or his co- 
workers. 



Individual counseling is economically and effectively supplemented 
by group counseling in preparation of clients for placement. Group 
counseling was successful in the Three Cities Project of the Epilepsy 
Foundation. Since many job-seeking dilemmas pertain to persons without 
epilepsy, other clients nay be used to bring added perspective to a group. 
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nature ano p^rpc-ses p-c-st-p "acest^*: services as «en as tne client's 
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or three months have passed and they have not been promot d. The 
p«r$on with epilepsy who has had Ifttle or no experience with regard to 
easployflient needs to be provided with realistic expectations of his 
ai^loyment. 

In providing post -placement services, effective Inputs are elicited 
as needed from clients themselves, their employers, and family members. 
Qwesttons that might be asked of clients Include: Is he still on the job? 
Is he working at the job on which he was placed? Sometimes between the 
point of placement on a specific job and the point of follow-up It Is 
founi that the employee Is working at something else that may not be In 
?in« with the vocational plan, therefore: Is the Job In keeping with the 
ycacational plan? Is his condition medically and psychologically 
stabi I ized? 

Questions that might be asked of employers might be: Is the client a 
satisfactory employee? Are there problems affecting his work efficiency 
or work adjustment? Does he need additional training to improve skills 
to merit advancement? 

The family members might bring added perspective to these questions: 
<toes •he job appear physically fatiguing, psychologically lacking? Does 
t*»e client have social and recreational outlets? Is the client growing 
toward optimal Independence? Are client and family at odds on any 
important matters? 

This basically concludes the highlights of the chapter on job 
placemen: in the book I referred to earlier. 



«fe-rt2r.- On the question of to tell or not to tell, how much of 

what you said Is different from what you should do if a 
person Is mentally III or alcoholic? 



These are basic guidelines. I don't think any general 
response to that would be useful to you In your specific 
dealings, i think basically the generic approach would be 
appl i cable. 

-rrr.{ »<; On that same question. If the client and you or the 

rehabi 1 i tationlst decide not to tell, then the rehablli- 
tationist withdraws his services and the client Is on his 
own? 



If the client does not want to tell, he may have to engage 
in self-placement basically, but It doesn't mean that the 
counselor's services are withdrawn. 

Zt. r&rr.iyK: Direct contacts with the employer cannot be made by the 
counselor? 



They could be made but not on the basis of telling if the 
client does not want to. 



erIc "^-r/ 



%c you ace advocating the client could become an employable 
><^<iUiduaI with the company without telling* 

The job development services for the Individual would go 
on with respect to different employers, but that issue is 
re^Hy an ethical one controlling the conduct of the 

counselor. 
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Opening Remarke 



Arthur Petry 
Regional Manager 
EpHepsy Foundation of American 
Chicago, lilinots 



^robai>)y at some moment in the course of this conference you wondered 
ictw you qat nere, and perhaps even why* 

\i ail started about two years ago when our office first opened, 
^mcn^ the first people to stop by were some delightful people from ODA, 
ina as ) was in an argumentative mood that afternoon, i said, "I don't 

epiieosy is getting Its fair share. As far as i can see from 
<3csK:fig over the grants, all you people trained in other disciplines are 
:a« ng %\\ the cream." The answer was, "That is probably because we don't 
^der^cand epMepsy." After a little more discussion I was asl(ed, "Will 
tixx :3ach us?'* My reply was, "Why not? You have the money, we have the 
i(( Ms. ' And that started this particular conference down the road. 

"^e meeting was designed for a select audience, the top administrators 
zr tie Oevelopmental Disability Act and key people from the Department of 
■^ea^rn, Education and Welfare, vocational rehabilitation people, those 
se'ioiis who were in need of knowledge of ail the disciplines Involved In 
:ne 30A Act at the state level. 

''ou realize from what has been said here the tremendous challenge 
taucatianally that the whole spectrum of epilepsy faces. We started down 
save-ai aaths. We encouraged our local directors In EFA to contact and 
3ec2ffls acquainted with the DDA people at the state level, trading Infor* 
tiat on and knowledge with them. We encouraged them to get involved and 
i<eK ser^onai guidance from DDA In the preparation of grants. We urged our 
aeco e on the state level to develop In concert with vocational rehab 11 1- 
:jt: :n seoo'e and those in DDA and other governmental agencies, training 
se^i 3ns at the state level. A number of excellent ones were carried out. 
^ti ana is a good example, and Ohio, and Ms. Perrin had a first class 
nee: ig i Nebraska; others also have taken place. 

Ici 'actively » we wanted to bring everyone together and exchange Ideas, 
•"-e-m-ors , «rom our standpoint we did not urge a great number of EFA people 
:o :cme :o :nis particular meeting, because we wanted to train others. 

tnfs point I want to thank Bill Ferguson and Bob Vogt for this 
^rae'**a- training session for the people In my region. I have five brand- 
-^ew 1 'ectors . and I was wondering how I could get them all together for a 
t-i -.g session. All five of them are here, they have been here for two 
:avs , and are getting the orientation I could not possibly have paid for. 

. a! so want to thank wonderful people like Marclle Perrin and Judith 
.asts". wncm you have heard from. They were the advance "apostles" who 

aed fail ne, and in turn these new directors are taking their positions 
:r :-»e ^ne. Hopefully, they will take away a great many things. From my 
itandcc' It, therefore, the meeting has been an outstanding success. 
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Hrhapi the partUipanis might be concerned efeowt 'fctie* 
»idfe«ce. At the state level and In other areas, led pfime*^^ v t» 
swaer oriented people* we have developed attendances at op**- M>wtv«-t 
^5O*5<30 people > but that Is encompassing everyone. Thit ^es- mi'p^^t 
be a select training session^ We may have one ^or the DDa ptD; « s-tme* 
tine, but that is In the future* 

In view of the fact that we might not get the ideal typt «3*^s. 
a substantial amount of money was budgeted for the conference *«fs 
to be cofl^letely recorded, and this Is one of the major byproowtts z' :*« 
meting. Subsequently the transcript will be edited and d<$$>etr '^«:t-t * 
tha form of a monograph, which will be available through the t^'e^ctfi 
offices officially on a regional level, and to select eud'te'^tes stienr 
by you. So it will be a permanent reference for this meet'^g. we t u* :t 
-nail the monograph to each of the participants, after whlc*- t^e rt*»e' 
tailored distributions will go out to other sources. 

f challenge those of you who have been here two days tc me:t* f« 
scope of this conference, or atten^t to exceed the collective ta'e-ti :--it 
have appeared here. 

At this point we are going to throw open a freely struct* ♦^et : iivs* 
ston that will involve the participation of the audience b^z e pa*ie 
consisting cf those leaders responsible for this meeting. Tf^^^ ji-e 
MP. William Ferguson, who is the OOA Regional conswUar.t ^^an ♦.a^£rs I r» ,. 
Mr. Robert Vogt, who with Mr, Ferguson has been '•esponsifcle 't* tie 
*lnarcial help, and also for much of the guidance enc e^ti^s ■ s£.tt :: t.2*-» 
''t Out, and Mr. Thomas Ennis, EFA Executive Oirectc. 

We throw the session open and ask you where yo* vie :>•■?•: 

tc go, how best io channel the Information we have leef^nec le^e. "'D* M-it 
to follow this meeting up, or perhaps to identify a set c' opc-e: 
Qfiorities that can be transferred back to the states ^or to's ot'et 
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Epilepsy Fowniat5a^ Ato^':C« 



Th«^» Inn is 
Executive Director 
Washington. D.C* 



Separtflient of Health, E<Jucatlor anc ^•'^a*^ 



yn Ua^ Ferguson 
Oevelopeaental DUablUties 

Consultant 
Sk%, Region Vil 
i^nsas City. Missouri 



s 



Wr. Vegt re^stated that the original einphasis r^* »^*t*«rx» 
gjve infortnatiw and visibility on the epileptic anc r*^*^fT!s - 
atte and to bring toother the decUfon^na^rs r^spo^^t^-^ j'^^*'*^ 
and evaluation of state programs, ant ask thetr, *^iat ^"rq 
epilepsy?" A mf^^r of the audience had sug^Hstec t*^a: t;** •^'a: 
smaH attendance might be a resuU of the lai^ ^ip^'^ stx t i'^ 
taking place elsewhere, and that a nun&er of smtl n^et a *^ 

area might be productive. Mr. )io^t replied that ^o* *^'ae* ct**^e*^98 «ou 
have to <fepend on the monograph and the exch8?>fiB5 t^a r^i*^ " c'?«ff*ts*^cu* t 
have with ethers* relying on their ei^rtise enc csrswitit r* r**?^ rat 
to contact and become part of the DO planning boc'es. ^ ^zams^^zstz r^at 
the 00 Co^cil in each state attenipt to duplicate ts^^^^ar^ zz s-cs© 
degree a local level. 

Or. Rennick asked if the national or regiona'^ DI, r** l*K ^ z 
endorse the pnonograph, so that *^n it *«s dist'^'fei.iejr tr state »^c''s 
and council a»fl*ers it ^»irould have an official stam:* ^et-* 'e^ 

that its only authority wuld be that It was ca^^^'et r»tt *msa* iusc »s 
o^ Regions V and VM. He said that fourteen nunc^r »x e^ i » 
ortnted tn t<^ first instance. ^ergusor a*^'n»r r^*ai "tq«r:5r: 

thing irfas 5 ts distribution. As the four states ^c'or i ♦^c *ct cr'* 
00 state councils, but had also establlshec ^s'or.e" z^^t i . v^^^z 
t*^at *iOuld be a good neti»*ork for ^cac^ing loca^ C3nr*t:«^. 

>*r. Vogt thought the irnportance of the meet'-nc ^bi t*ia * rut 
to be seen in the basic planning sfuct^re tnc start, *^ M^^r 7?ucr 
further it had to be taken at the state o^ ^eot^a* 'av« i stita 
pJanf^rs and staff members to have the 'r^crmat'^* nf^s-rar :r r's* 

Dr. Rennick thought that alt^oug*^ ii^^'^cnnat 'd*^ ^ar ra*ri • * ti*** ^r-f* 
coining from the ?^eting, it was not al^avs t^e i-'^^r netae-r "r* r'^rr • 
He pointed out the necessity for ^acts anc *'g4.*es a^^♦t r?*.i ^*r rc4 
oroble*«5, and asked ^om much ef^o^t was ba^nj maoe tr set :* i 
auspices, "e cJted an Instance *;c^^ga^ •^•^e t^r^ ^ar : • e: :: zc^rur: 
a physician survey on a small amount c* mone\ , a^^c f»a *jc 
negligible; it had been a waste time. ^ eTO^ai re: r* it t ^i^i :: 
get basic facts about epilepsy because o^ t^e r-r>t'err r* t*<« rre* * 
wnc did «ot warit to g've out t r^fonnat > , a^^r t^a 5:ctr*-s : : : 
violate tneir ^^iUas* conf'oe'^ce. "^'s or"' d*. * : ri*; t^at 

a'ways ^ai to &e ^actd we^^e, "Can vo^ oemo^st^att tMt »'ru s-s-* zas' 

^"hat K^f^ds 0^ services are you t^l**c tc rT^'ot" tna** t^-n: « «-* 'c: 



' • ;5r^- z-nx:r ^ - 43C - i:: * t . * ♦ :r iCi^ t 

^ '^-'-^ ' s r* "^i^a ^e^r* r^r ^ 

i ""tsssc" « 2B " ra^"^ 

^ "T-^e ^- ■■ -is^ 1^-^ I i r- • * z^ 

«^ :. ^"sa£c tr^oT s^a • : 'te^ £ ^ «rrc r^' 1 

T*ts: 'r^e rr^s: -s^-^ zz^z^z >• r t^T^* 

«e ^ rc. : T-i r za - it c r-*t tr*^ * ju s ^ «ir is 

^^•"tis ^ r^: rr ^ zr z^-^z s * su.'^ ^^ss ^0(T«( t 

i^,--: zTss z-^.^z ^ z ' ^z ■ z^ i ^ :r B r"-^« z ora^ * z § z : 

2"^ r .c '-"at -"e ^ec cs-i «: t^^^it 

; -si: :£^z :: "sct^ • r-er^-g- r"* r trt ^• Zj*^ ic 

-"r--^ ■ * t.i3TO -t •^ir 3 ^e-* r : :r * luetic 

T *iir J -r--:2fc- Mz'z::z: r^* -^e r"^* z : f>e* 4,*»:5i^ BM^-.t '^^^itc^*! 



'.^ isr^ k ■-: ''^^ - * 15 : " i2si "^^^z z zz *"* 3 

r*' ^ «^ : ' tT* ir^- i ♦ ""^^g - "^w^n^ -^zzSi zz z ' z zz z^ z-^jz z s cr*cc 
i Zx$:z* • r^:-*-: 5 : r.sz r- ^"'^e -* »*5Jr i f*: i itite 

^z r*^* i : •^•^ :~ zz-^'*^ z ^ Z'^z- z^t sT'Z ^ t ^ * 
"t^ zsi : ■ :* -5 - :2 s 'i^^*?ar* T*^ r • z& t**-!: 5 



£.nr «■ stater tr^i rT« m^a. ^ t ^ i*^ ^ €5^* iwr^ 

T*» ii^te^^t '©nil c * s^:t si"^ ^rj^^s'te 

t*^ ^e§a- r z 0r r»c rt4^^ ^ xau^ t^^c * ^« M*''^^ 

'm'lzor^'^, »&cau&€ ttt€ Sights ^ ^ -^-^^^3 ^ z , r^e 

r^^^e^ «o^*c ir»e:j artiii ♦ pz ^rrsj 5» ^^a: 

i t^5et^»* es^c ar^ : zszzi r*e '♦^tks :»ca't t:^^ 

z^^ ZOL r : in :^nifrt3&x ^jt ^.5 r*«^ xa?*t * e2, ^"^^ it®iT«- 

r^* ^^-DT » scars tnaujr-: ine* cru z » rs?^: " '•s^ -^ssct^s'^'e 

* f'St t**^'"^ s^Oi. t lit nz t z^ T* z^'i z ^ ■*',iS!Ti253* #rcs^» 

concrete* r.a'^^sf . £ ZBSt zzm. t i^rnr : » us ^nscs fat z f^*5*c*^ ^ac 
*^esrD*s r'' r: co^aur: « h^^^^t- smz e-^e rata. 

ei^ac:"**?. So^« stares r r i ;jt ^ zs^z * C4: rr •r* 

a c r tv •r* M ir r*ie a* * : rr i * z^ •^^"it Cf-s. 

f^r*,?^: f'a: r z^ -.ti-^ r r*: rc % :^ -.rat t^e* 

• ; •^e'^ar la: ^^^^r : --^t ^tc^ r za*:a • » :wt 

coe"- "-atw^-a r* r^t : s: * resz- re^ a z^z^zrz 'aw* 

^ oa** a* er : ZtzZ a?*: iru : * ar. s*: ar** ccmcar-* 

eT r>^ '*; swc* a :>«*'^nr r : rt: : r*«* •^^-a :r ^zc^z ^* ^-^cr^^ 5 

ccns>e*sa: o'* r^*^ Ire :*^us*a^^ ra-** • •a: ^ac r^^ai* 

is^i * w*>r a * r*^ pa^ b'^u ^t^c r a* ic^ai s::ac: n * at 
f^-a*". va: e= : •natac t%a: ~» ««-a : -rc-a:: * " •r* t^^r^ijr: afnc :'^ac 'a 
r^^sc^'^s * t** er erf^ 

Savf a "^^rz^t^T tf^rta: r*ti: rrt* •.jc tr re'X'^rT^sts i •a^i :« " : 
^•.^.^ cr^ r Dt r:^*-:a: : r^'^^::* i : * : ♦as aatar :e:c 5 :a«w 

r»t fvt forsw: I* H*?*r r< xca^i -a.: r rr rrr.act? r« s : *-t a : 
I* z ^a ? ^or*: ':a: £f tm* it: a: i^sr-r^e-^ 
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^e^^^-s^^ : $<:.^*':<^ ort^ ei^^asJzin^ that whatever 

•o^^^ mm trw^: ^ >*5a'5, as^^ad <^at was the rr^st emef 



P^^-^t « ♦ t:^at sufiMs ififomati®^ «as one of the 

^ •^si^, i^j^^e^ ir4 saii tf^at the national professional 

a^x t*i ica^i 3* -enters feU Jt to be the number 
0^ t*" t» . '^.a M ^:e^5 sut r^^e wJc^ous cJrcle of wre wcney 
^e-^S ^-^^^r :c j'^r* t^-^ The I** cJi^J not exclude public 

c^. t a 5'^;:-^:y :?*e ^^ay "t ••rltten. 

>e r!e?tc^*-s ^f^:* je: t*e ^se 3C$A ^un^s Ir? Marlon County, 

^•^r'^^a, estai ^* » ^e-e t-^e^e ^ad feeen no public information 
at T-JS^ »r a t-**e«^-*«a* 3<"ant jast to establish the officet 

a*^c •^^pr t*^:. ^ac a f«a»a^s^ Swreau, a parent groups and a 

z^sif^ tit hz^z a' r^r»j^afir. ""^^-^ a'^c a^it i^oney Jnto sophisticated equipment 
a: fvt ??ec ca' z^it^ ir»t icn^s ' le ; -^9 supporting the chemical 

a: c*^. S*^ s^x^ :^ a ♦ir: : 4*nie?^ sjarertts could dr^ off a urine 
•r- *a s a i»«^*ai»c ar^c <»here He« Castle State Hospital 
c^'c -ii^t^^^^a t ••^n f^ia ^'-eci^c '^cspttal and send it in* OOSA 
•*5r.ci '^.ac »^ r • • " s a«-5**' rit«s*t. S^^e stressed the care they used in 
r-^os»e- e^se**x t-^^ toc?^* . ar^c t'^at as a result, leftover funds 

s:»«: *eca i^ar *-zm IC^^. i* ss^'te t*^e Iov< priority, 
*r a-^-a ier^a^fnie*: •e^ta' '►ea*:* *as ^ery arx feus that epilepsy and 
ce^^t^a* ra*5% ar^c : 5c"»"s ;rrr*e'^ i**an ^nta^ retardation should be 
'"c'^^c: ^ • •^s: t^^: zf' aut-s^n -*as prepared. She recoffit^nded that 
"ai*5?^a* a^c ^z :ra' jecc'e ^e? :-*e 'oca? rep resent at i as know that 
t*^% crsw : cc'*:a»c: - ZC'iA icns^- tarts 'or ^e-o ?n at least writing a 
c*a^: 

•fcj *f • a :^a: s^t ttuc^* *eev#av -»as given to the state 

ccwi :5.e • * a^^a :*a: t^e^ ^e'^a *eve?* aMo^ed inore than a one- 
%aa- c-a^t- '"^a: vs^a i:a*:e-: f^e --ea^ «as one-quarter over, 

:*^'e*:^ :*?e% roe^jtar ' : - e : r la'* -ncrt-^s anc t-^en it was over. 

o;t as^r ♦^•a: z '^'^z'^z'zr ..as ?t a training session, 

a*-r * >: , •r^:>•^ :r ^^at k^'^z 0^ end product did 

t-^se^ •rs^t" ^ t^^c*: fa: a*:*cu»;r : -^as attac^^ed all fronts, by 

• ^; :-r-ti$ •>a-* ca :*a-*'-9. soo: radio announcements, 

•^t • :^ a'T r*a**s jr: ra-rc'a • 5:*cc' s^'Ste'^^ t^e terr 'public . 
**c~at z^ z z ^zi sa*^ t z te leac a^^C'^c*. 

:% fcv:^*: :**a toe iwt : ••'c^at'or t*^at i^as really 
ac^ •^c ^-as * * z rr :*a*:c*t» st'gr^a. -^ber expressed 

• or t • rt 5 : :e * ru - : zz :c<*:act t*^e individual con* 

zt^^z. z*^ tz tzz : * TTs^ arc * «irctrer '^lemper renarked 

:*« *c:a*ia r* • r * :..a s « ar' ess* :c co<^ forn^rd^ as in the 

stw^r* *eia*: • : » fa 'a^sc ' ^st't^te z^ Chicago, unless 

iptz ^ z 5a*» car ««*a **e* :'c *ct -•ar: tc se guinea Digs. 

"a^c^s-^* i i z : M :c*rt s ^-^e ^^^rdatec to cisse'^inate 
rr a ?: .r i** ate: *a:-'':> ^rogra^. Any kind 

••:--%a: rsr : ssf?** * it :r . * r? jr: a r-tc^ct'C^^ cariDnlets, and 
:**t ^t. a a ; : a IS 5 zz<z **:e- t"*e 3D c^ocra^". However, 

^•*e ■ :ta ^ez^r : :e :a a: : ssa^ •ste:: * -•c'-^t I on , but it r^ight 

>e a :: :a:*«:i-* ^•e-*::''. -e said t^at states ^ad 



started developing newsletters, and although there were arguments for and 
against them, they did reach many offices, including some of the physicians 
involved and the consumers. He was hopeful that they would reach some of 
the legislators who sometimes operated in the dark» 

Dr. Rennlci( suggested that the main emphasis from the nesting was that 
epilepsy had been demonstrated to be a special case requiring early identi- 
fication and intervention In the psychosocial area; that It was more 
necessary than in mental retardation or cerebral palsy In order to head off 
many problems which might develop later. He thought that information could 
be offered to someone going to a facility and identifying himself as an 
epileptic. He stressed that attention be paid to those with epilepsy on 
an Individual basis, as to the type of seizure, how it affected brain 
function, the family, and schooling. He further suggested there should be 
some place where a physician could refer h!s patients for further explana- 
tion and help. In answer to Ms. Perrin, who wondered how one could 
encourage physicians to do that, he suggested starting an agency they 
could respect. 

Mr. Ferguson thought that lack of confidence could be overcome by 
taking a hard look at the public Information system and process. In some 
states the Governor's Office did not want people interfering with the 
public information area, even for an agency program, but It did not mean 
that the state council, for example, could not contract with the Rehabili- 
tation institute of Chicago, to publish an informational document as It 
pertained to IIHnois. Another possibility would be to contract for It 
with a reputable commercial or university media center. He thought It 
was often more effective than trying to do It on a national level even If 
it proved more expensive. 

A member from Wisconsin reported that that state was developing a 
film related to what each of these areas was, broken out of which would 
be some TV spots, in view of what Dr. Rennlck had said earlier about the 
results of increased research and education being more negative than 
positive, the member wondered how much work in that area was really 
needed. Another member thought tinat If epilepsy had as much radio pub- 
licity as VD was currently receiving, the results might be productive. 

The public whould be asked to evaluate what was being done; feedback 
must be obtained on the effectiveness of the material from the people who 
received it. Dr. Rennlck, however, thought it was hard to find out how 
the material affected public attitudes and their readiness to act. 

A member wanted to know If educators really knew what the needs were 
and asked had anyone applied any pressure to the schools, saying, "You 
have a responsibility here.'" 

Work in the MR movement In Minnesota was described where a consumer 
panel of retardates had been sponsored. In two years the panel had made 
fifty visitations to various types of groups, on both the regional and 
national levels. Since the public had heard the retarded people describe 
how they felt and what services they thought were needed, there were very 
few problems now in that state In having local zoning councils and other 
groups open up group homes and other facilities, in Minnesota, epilepsy 
had always taken a back place, but there had been a public Information 



SMitnar where an epileptic person had been on the program. That Indivi- 
dual had changed more attitudes than any of the professionals on the 
program. 

In eumary, Hr. Petry asked, "Where do we want this conference to 
got If we decide that, then conceivably, we will develop some form of 
measurement." 

They had all agreed that public Information was a priority, they 
had been interested to hear descriptions of specific systems members of 
the audience were concerned with. 

He emphasized that one of the keys to the success of the conference 
was input In the names of select people to receive copies of the mono- 
graph. That would require coordination between his office and the 
regional offices and between Mr. Vogt and Hr. Ennlg. Members of the 
audience would be alerted when the material was ready and then the 
organizers would begin an Inter-communlcatlon system to make an 
evaluation of precisely what was happening. 

He recommended that on their return home, members should get a 
reaction and a feel from the dissemination of material supplied to them 
at the conference, then through the communication linkage established 
through their going back Into the field, a cross-reference would be 
available as to whether anybody used It, and If they did, was It helpful? 
If It were not helpful, they would be able to find how It fell short. He 
asked that everyone concentrate on trying to evaluate the effectiveness 
of two well-spent days reinforced by action In the field. 

He i.oped that they could return at a later date. Mr. Ferguson and 
Hr. Vo«jt were considering a follow-up to the conference with the possi- 
bility of Inviting representatives from other groups to point out their 
concerns, and also describe what they saw In their jobs In relationship 
to epilepsy, and how to make It more visible. 

h closing, he thanked all participants for coming and contributing 
their time. He pointed out that nothing worked without the mechanics of 
organizing, reporting, and disseminating the findings of a conference, 
and extended particular appreciation to Or. Olson and his staff of the 
Rehabilitation Institute of Chicago for the outstanding Job done and the 
excellent facilities provided. 
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